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Preface 
 
In late 2012, the MJD Foundation was selected as one of seventy three projects, as a National Disability 
Insurance Scheme (NDIS) Practical Design Fund (PDF) grant recipient.  (The scheme is now known as 
DisabilityCare Australia). 
 
The Practical Design Fund is a grants program that is part of the Australian Government’s commitment to 
support initiatives and resources to identify practical ways to prepare people with disability, their families 
and carers, the disability sector and workforce for the transition to a National Disability Insurance Scheme 
(NDIS). 
 
The MJD Foundation’s PDF project is to “Provide a comprehensive snapshot of Indigenous Australian 
disability in the very remote communities of Groote Eylandt (Angurugu, Umbakumba, Milyakburra), Elcho 
Island (Galiwin’ku and outstations) and Ngukurr (including Urapunga).  This will address the questions - 
What is the need now? What is the level of service now? What is the projected need?” 
 
All authors work for the MJD Foundation. 
 
 
 
  
 
 
 
 
 
 
Note 
The scope of this project is across ALL disabilities described in the Productivity Commission report  
Disability Care and Support Inquiry Report (2011).   
It does not solely look at Machado Joseph Disease (MJD) even though conducted by the MJD Foundation. 
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Executive Summary 
1.1 Brief overview of the project 
 
The objectives of this ‘Disability Audit’ (‘the study’) were to: 
• Provide a comprehensive snapshot of permanent disability in the nominated very remote Indigenous 
communities. 
• Examine the current capacity of each community to provide informal care, and in the case of MJD, 
project this into the future.  
• Examine and document current service provision accurately and objectively.  
• Enable both remediation of any current inadequate service provision and the capacity to provide 
appropriate services into the future. 
 
The six (6) very remote communities1 that were analysed as 
part of this project were: 
• Angurugu, Groote Eylandt 
• Umbakumba, Groote Eylandt 
• Milyakburra, Bickerton Island 
• Galiwin’ku, Elcho Island 
• Ngukurr, mainland Roper River 
• Urapunga, mainland Roper River/Wilton River 
 
In addition, Darwin, Katherine and Nhulunbuy based service 
providers also participated in the project in regards to services 
they provide to people living in the above very remote 
communities. 
 
In total, 90 surveys2 were conducted with people with a 
disability and carers across the communities, and 15 surveys 
were conducted with service providers in the communities and in Darwin, Katherine and Nhulunbuy. 
 
The study comprised three phases: 
1. A ‘desktop audit’ to determine the prevalence and type of disabilities in the selected communities, 
the demographic profile and current service provision. 
2. An on the ground verification of the prevalence and type of disability and service provision. 
a. Engaging and consulting with local community members on: disability prevalence (i.e. 
number, age, types of disability and projections), the role of informal carers (i.e. number, 
age and carer tasks / burnout) and experiences with disability service providers (or, why 
they do not access disability services). 
b. Surveying key stakeholders including people with disability, informal (unpaid) carers, 
disability services, health services and social services to determine the number, age, types 
of disability and projections; types of services provided; any gaps in service delivery; and 
any barriers to providing services. 
3. Development of the final report (this report) profiling each of the communities: 
a. Current needs 
b. Informal carer network 
c. Service provision 
  
                                               
1 All these communities are classified as ‘Very Remote’ under the ASGC-RA 
2 90 interviews were conducted with 84 people 
Figure 1 – Geographical locations of 
communities within scope. 
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1.2 Why do a disability audit? 
 
The Australian Government is implementing a new way of funding disability care. The National Disability 
Insurance Scheme (NDIS), now called DisabilityCare Australia (DCA) is predicated on a needs based 
allocation of resources.  According to this model, individuals are allocated a proportional amount of funding - 
the so called “cashed out” method. The person with a disability can then choose the services and support 
they want - with or without the help of a broker. 
 
The unique conditions of very remote Australian Indigenous communities have been discussed and reported 
extensively. There is consensus in the literature that circumstances of health, social and economic 
development and access to services are not those of mainstream Australia. Accordingly, there are clear 
indications that market-based models may not be appropriate (at least in the medium term) for very remote 
communities (PC, 2011).     
 
There is an absence of baseline information that specifically addresses the scope and requirements of those 
who are living with disability, their carers and the standards of service provision in very remote communities. 
Therefore, there is limited information to guide the changes or modifications that may be necessary to 
enable a new method of delivering disability care to best meet the needs of this population. 
 
Statistical data indicates that the population of the very remote Indigenous communities targeted in this 
study is generally young and that there are significant increases likely in the post-working age and older 
cohorts (50-65 years for Indigenous Australians) (Biddle et al, 2013). Chronic disease is known to occur at 
high rates in these communities possibly as a result of epigenetic features, and to be a significant cause of 
disability (PMSEIC, 2008). It is reasonable to assume therefore, that there will be a relative increase in those 
with a disabling condition living in these communities for the foreseeable future.   
 
Available data tends to indicate that Indigenous Australians generally, are utilising disability services at a 
higher rate than non-Indigenous Australians, but that people in very remote communities are accessing 
disability services at a lower rate than the rest of Australia (AIHW, 2013). Both indications are difficult to 
validate as the data is coarse in terms of the amount and quality of the support each person receives. 
 
The findings and discussion arising from this study intend to provide policy makers and implementation 
agencies with a clearer picture of the current needs and service provision profile of the selected very remote 
communities; and highlights issues and potential barriers to the roll out of DisabilityCare Australia (DCA) into 
remote and very remote Indigenous communities. It is intended that, while not replicable in its entirety, the 
report will be able to provide useful indicative data and exposure of issues for other similar communities. 
 
In addition to noting the prevalence of chronic disease as a source of disabling conditions, and as a factor in 
complexity of care, some issues known to be common to these communities and that are likely to have an 
impact on the proportion of disability experienced were specifically addressed.   
 
The incidence of both Machado Joseph Disease (MJD) and Acquired Brain Injury (ABI), the latter often 
secondary to volatile substance misuse or alcohol, are higher than in mainstream Australia.  Both of these 
conditions are known to equate to high care needs through profound and severe core activity restrictions 
(PCAR & SCAR) and in neither case are people with these disabilities receiving adequate services.   
 
Data was generated, within the constraints outlined, to project likely service needs in the case of MJD and 
indications of service gaps in the case of people with ABI. Current service provision data sets were collated 
and analysed, and surveys were conducted across the six communities with people with disabilities, their 
carers and service providers. 
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1.3 Key findings 
 
Rates of disabling conditions and the proportions of high care needs (PCAR and SCAR) were found to be 
high within the communities surveyed.  Almost half of the survey participants (47%) reported having more 
than one disability. There were very high rates of physical disabilities recorded in this study, both in analysis 
of service provider data (77%) and by survey data (57%). This is likely to be at least in part reflective of the 
high prevalence of MJD in these communities. 
 
This study overwhelmingly reinforces the PC findings that there are very limited services available in remote 
communities above low level attendant care (PC, 2011). There were very limited options for day programs3 
and no community based overnight care options. One quarter (25%) of carers surveyed reported needing to 
provide 24/7 care which, with the incidence of profound and severe CARs are considered, points to a clear 
discrepancy between the services necessary and those currently available. 
 
The consequence of this discrepancy is a high reliance on informal carer networks. This is particularly 
relevant when the profile of carers is considered. Carers were almost always (80%) providing care to 
multiple people (people with disability and children under age of 15 years). Of those, 39% were providing 
care for 2 or more people with disability and at least one child. 
 
Almost half (46%) of all carers surveyed reported that they had a disability or chronic disease themselves 
and 77% lived in overcrowded housing. 
 
Consistent with other reported findings, understanding and conceptualisation of disability in western medical 
terms was found to be poor. There is evidence that a lack of awareness of cause and nature of disability has 
an impact on the capacity of people with disabilities and their carers to advocate for their needs and to 
engage with services. Amongst those surveyed, it was clear that where targeted information had been 
provided there was evidence of improved interaction with services, uptake of services and self advocacy. 
 
Specific, culturally oriented community issues were factors in both service provision capacity and operation, 
the main considerations were closure for respect which averaged half a day a week of lost service and 
gender matching for clients to carers which was identified as an issue for staff recruitment and retention. A 
preference for collective, family based decision making, compared with individual decisions was also a factor 
in providing care. The additional time and complexity of this need is not factored into funding for services. 
 
Overwhelmingly, service providers demonstrated being unable to meet demand, or to provide listed services, 
chief among the reasons: lack of funded client places and the client places that are provided being under-
resourced. The true cost of service delivery in very remote locations is not reflected in funding agreements, 
and a lack of staff, vehicles, and inappropriate buildings. 
 
Unmet needs were prioritised according to survey responses.   
1) Residential care / overnight care, necessary because of the mismatch between current levels of 
service capacity and need;  
2) Allied health professional (therapeutic) services;  
3) Mental Health services;  
4) Timely appropriate housing modifications;  
5) Community transport;   
6) Respite – equity for all carers of people with a disability. 
 
Reliance on Aged Care sector resources was very evident, particularly in the case of buildings, equipment 
and machinery, and operational costs provided by the Shire (EASC) aged & disability service providers across 
Angurugu, Umbakumba and Galiwin’ku. The Aged Care sector funds over 80% of operational costs when 
fewer than 40% of their clients are frail aged. No disability infrastructure in any of the six communities has 
been funded by government disability programs. Funding in all cases has been provided through Aged Care 
                                               
3 Available in 2 communities only, plus 1 other very limited service. 
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programs, or other non-Government sources. No accessible vehicles have been resourced within government 
disability funding. 
 
Other issues of significance included onerous and duplicated paperwork, impacting negatively on small 
services with limited staff capacity. The lack of what was considered a coordinated and reliable hospital 
discharge arrangement was repeatedly recorded as an issue impacting on core service priorities. The 
provision of unfunded palliative care services, often through the goodwill of staff, for young people with 
disability was likewise raised as a significant strain on core services. 
 
Concerns were raised that there has been no future projections or planning performed regarding appropriate 
scope of service delivery. Many service providers recognise the high demands and needs that additional MJD 
clients will have (for example), however there has been limited strategic attempt to date, to attract new 
resources to meet the demand. 
1.4 DCA in the very remote context 
 
The current disability service system in very remote communities is largely based on block funding and the 
majority of services are only delivered by one or two government agencies. Block funded services are 
constrained by their funding, contractual obligations and requirements from the funder, rather than the 
demands of the clients. As a consequence, market mechanisms which could possibly improve the quality of 
services and provide the range of services its clients need do not operate. 
 
The lack of existing infrastructure within the communities, the lack of accessible buildings, and the lack of 
private specialist services, largely because they are not financially viable, are significant barriers to the 
proposed DCA model. 
 
Compounding these issues, Indigenous community members demonstrate limited uptake of western medical 
constructs of their disability and consequently are poor advocates for what they are entitled to and how to 
access services and support they are eligible for. 
 
Indigenous community members have a preference for collective decision-making and communal resource 
allocation, rather than favouring individual choice and personal property rights as is more familiar to a 
western medical orientation. Therefore, individually allocated disability resources may need to be structured 
differently in these circumstances.   
 
People living in these communities are very mobile and have a preference for flexible use of services. The 
desire to maintain this preference and for family/community consultation regarding resource allocation 
should also be carefully considered and factored in to appropriate models for resource allocation. 
 
All existing service providers reported funding was a significant, if not, the most critical barrier to providing 
the level of service stated and the level of service required to meet the needs of the community. 
1.5 Discussion 
 
This study confirms that many barriers currently exist to implementing the DCA model in very remote 
communities.  The issues highlighted in this report represent both current barriers to the DCA model, but 
also present future opportunities. People living with disability and their carers, and service providers in these 
very remote communities communicated very consistent profiles of needs and highlighted significant gaps in 
service. Attention to these issues is likely to enhance the quality of life, care and opportunities for people 
living with disability and their families in very remote locations. 
1.5.1  Funding 
 
Historically, disability specific service provision in the communities subject to this study appears to have 
been allocated reactively to needs assessments that have been made by people with variable competency in 
dealing with the remote indigenous communities.  The result, confirmed in this study, is that there are wide 
discrepancies between the services available from one community to another. 
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This study also indicates that the actual levels of funding available are inadequate with all service providers 
signalling this as the prime reason for their inability to provide the range of services necessary. This appears 
to be an artefact of inadequate analysis of the real costs of service provision in very remote locations. 
Typically cited examples were the logistics of delivery services, labour on-costs and administrative overheads 
in areas with low education levels and clerical skill sets.  
 
Reliance on Aged Care sector resources was particularly evident underwriting 80% of operational costs when 
only 40% of clients of the Shire operated aged & disability services were frail aged. No disability 
infrastructure in any of the six communities has been funded by Government disability programs.  
1.5.2  Housing people w ith disabilities 
 
This study confirmed that people in the very remote communities not only had high levels of disabling 
conditions, but overwhelmingly, still live in very poor conditions. Overcrowding4, and a lack of basic 
household amenities such as hot water, refrigeration and laundry facilities were features of daily life 
reported frequently by people with disability and their carers. 
 
Reports of accidents and injury as a result of unsafe or unsuitable housing were also noted in the study 
raising questions about efficiency in allocation of resources. Increased expenditure suitable housing has the 
potential to reap economic rewards in the form of lower outlays on treating preventable injuries in the 
future.   
 
Limited funds, poor collaboration between multiple agencies and a lack of advocacy capacity in people with 
disability and their carers have perpetuated these problems. Perhaps one of the greatest difficulties for these 
communities is the multiple and oft changing list of agencies and programs operating, and sometimes 
competing, to provide services within their communities.  
1.5.3  Community infrastructure 
 
Extreme weather conditions, flooding wet seasons and very hot and humid temperatures are a feature of the 
study communities. Unfortunately, these geographical ‘knowns’ are not necessarily reflected in the planning 
of basic community infrastructure. The lack of proper drainage, kerbs and gutters, graded access, street 
lighting and sealed roads in the tropics can be significant for all in the community but are often critical for 
service access for those with disabilities and there carers.  
 
As with the community’s housing, attention to the appropriateness of design and construction, and 
expenditure on infrastructure that can prevent further disability or increase the timeliness of access to 
services has the potential for financial dividends in the future.  
1.5.4  Scope of disability services in community 
 
Realistically, the majority of service provision in these very remote communities was firmly centred on low 
level attendant care. Basic services such as meals provision are generally provided consistently and quite 
well in all of the communities while other low level support services such as laundry assistance varied 
significantly from community to community. These variations appeared to be a function of expressed need 
and/or management priorities for service.   
 
Personal care assistance was problematic in several communities as a result of inadequate facilities or 
staffing levels and sometimes as a result of limited transport to attend the community aged & disability 
service.  Where it was available, uptake was enthusiastic and the impact on the health and well-being of 
disabled people and their carers significant. Access to disability specific community transport was uniformly 
low, and recognised by service providers and consumers as completely inadequate. 
 
Day programs designed to provide for the individual needs of the person with disability and to effect ‘natural 
respite’ for carers were only available in three communities.  This is an overwhelming need and particularly 
                                               
4 Overcrowding is defined under the Canadian National Occupancy Standard for housing appropriateness (see Glossary) 
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for young people with disabilities and better mental health programs for people with disabling mental health 
conditions. Again, through the respite of carers, themselves noted in the study as being at risk of requiring 
care services, there is the potential for a dividend through preventative measures.  
 
Significant issues to be tackled include; inadequate funding, staffing recruitment and retention, inadequate 
buildings and facilities and distance case management, inefficient communication of information, complex 
and lengthy referral and assessment processes.   
1.5.5  Provision of respite 
 
A very clear picture is evident in those communities surveyed, of carers and clients under-supported to such 
an extent that respite becomes a ‘safety valve’ in a very stressed and stretched care relationship.  Urgent 
and late notice respite ‘out of community’ is routinely sought for high support needs clients whose carers 
have reached breaking point – signaling that they simply do not have the capacity to continue by  failing to 
care adequately for their loved ones in times of extreme stress or even, unfortunately sometimes 
occasioning harm.    
 
As a result of this, the intention of respite as a planned and preventative support measure is replaced by 
high cost urgent ‘relocation’. This reactive model is compounding so that those seen as less urgent are then 
‘bumped’ down from the priority list to potentially become urgent cases themselves as their carer comes 
under stress.  
 
Respite provision should be seen as an investment in the individual’s capacity to maintain a level of non 
institutional care and hence decrease the call on the public purse over the longer term.  
1.5.6  Residential care in community 
 
While it is the aim of most community service programs to keep people out of permanent residential care, 
the reality is, that in a context of disproportionate ‘very high’ support needs of conditions such as MJD and 
the significant stress on the informal carer in poor home based conditions  there is an unavoidable need for 
out of home support. The capacity to provide some form of residential care within very remote communities 
is an essential component generally but most specifically in cultural context of indigenous communities as 
support needs increase as a function of the maturity of the MJD cohort.  
 
At present when a person with disability’s care needs escalate beyond the community service capacity 
available, they are relocated to supported accommodation facilities in urban centres hundreds of kilometers 
by air from their families.  The distress this causes is difficult to articulate but is a very real expressed fear in 
those interviewed with disabilities in the region. Refusal to relocate occurs and this places a disproportionate 
burden of care on family carers and community services.  
 
There is also a an un-quantified loss of ‘subsidy’ through disabled person becoming totally dependent on the 
services of paid staff when in a community facility there is the potential for various forms of support from 
the family and community. There is also the potential to provide employment through such facilities in 
communities where the lack of same is one of the contributing factors to poor health care and acquired 
disabilities. In regional communities this sector represents one of the most important growth areas for semi-
skilled employment.  
1.5.7  Community transport 
 
The ability to access general community services and in some cases even the disability specific support 
services is severely compromised in all of the locations visited with the exception of Angurugu.   
 
All services and consumers reported a range of issues and problems accessing and providing transport 
ranging from simple lack of allocation of accessible vehicles, to complex repair and maintenance problems 
occasioning very long periods of lack of access to allocated vehicles. 
 
No community surveyed had access to an accessible vehicle for school and there are currently at least two 
school aged children who require disability accessible transport.  
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1.5.8  Models of disability 
The suitability of the dominant medical model of disability is questionable in the context of very remote 
Indigenous communities. This study has highlighted a number of areas where the significant differences in 
culture, particularly the dichotomy of individual and community and the significance of one’s country, call for 
more nuanced approaches to service provision.   
The introduction of the social model of disability in the context of very remote Indigenous communities in 
the rollout of the DCA has the potential not only to increase the efficacy of the program but also to illustrate 
an approach that may be appropriate in other programs. Such an approach is supported by the some of this 
study’s findings. Some respondents, for example, may prefer or prioritise the provision of an accessible bus 
for transport within their community above additional physiotherapy services in the; or would rather laundry 
assistance to seeing the doctor more often; or more social and emotional wellbeing programs to a telehealth 
psychological service.  
1.5.9  Disability education 
 
Disability specific and culturally appropriate education has been poorly provided in these communities.  
There is evidence that a lack of awareness of cause and nature of disability has an impact on the capacity of 
people with disabilities and their carers to advocate for their needs and to engage with services.   
 
Where there has been concerted effort to provide education to people with disabilities and their families 
about their condition and the options and opportunities possible to them such as the MJDF education 
program, there is clear evidence of improved interaction with services, uptake of services and self advocacy. 
1.5.10  A continuous improvement approach 
 
This study demonstrates that many past approaches to very remote disability service provision either 
proceeds from broad standards and requirements of the total, largely urbanised, population or is based on 
ad hoc assessments of immediate, often medical needs alone. The rollout of DCA offers the opportunity to 
change paradigms to one which recognises cultural and economic context as well as the common needs of 
specific disabilities across communities.  
 
Consideration of the context when assessing the needs a person with a disability has is very important, as is 
employing a ‘person-centred’ approach to assessing and recommending care requirements.  These should be 
based on consideration of the person’s ability to access their community and engage in their life, rather than 
being focused on the disability itself.    
 
At the outset of DCA consistency of approach and equity of access will be key benchmarks by which 
communities will judge its success. As this study’s survey participants have reiterated time and time again, 
and as is demonstrated in the results, the lack of consistency across communities, particularly in comparison 
with urban communities in terms of assessment of disability level and needs is a concern and will need to be 
addressed to enable consistency and equity across the region.   
1.5.11  Communication/ coordination across service providers 
 
Indigenous people with disability have a higher rate of case complexity compared to non-Indigenous people 
due to their higher rate of having a second or third disability and high rates of co-morbidities as a result of 
chronic disease.  Surveys noted poor information exchange and communication/cooperation between service 
providers leading to an inability to provide optimal care. Off site case management where the coordinator is 
not able to access quickly changing information and staff turnover is frequent, and is an additional barrier to 
ensuring responsive and appropriate care is provided.   
 
Where this occurs it is important to implement robust and collaborative information exchange on a regular 
basis and to involve a range of service providers. There is a clear role here for initiatives that involve the use 
of the National Broadband Network as a conduit for both communication, rapid complex data transfer and 
coordination. 
Background 
8 
 
Background 
 
In late 2012, the Australian Government, through the National Disability Insurance Scheme Practical Design 
Fund (NDIS PDF), funded the MJD Foundation (MJDF) to provide a snapshot of Indigenous Australian 
disability in the six very remote Communities of the Groote Eylandt Archipelago (Angurugu, Umbakumba, 
Milyakburra), Elcho Island (Galiwin’ku), and Ngukurr (including Urapunga). 
 
Across Australia, 5.4% of the Indigenous population needs assistance for core activities (self-care, mobility 
and/or communication) (ABS, 2012). After adjusting for age, Indigenous Australians are twice as likely to 
have a profound or severe core activity restriction/limitation than non-Indigenous Australians (PC, 2011). 
And, across the population, are more likely to have a disability at a younger age5 and live in low resourced 
households (ABS, 2008). 
 
Research by the Australian National University (ANU), found that there was an increase in the age-
standardised rate and proportion of profound or severe disability between the 2006 and 2011 Census6. 
There is evidence that the Indigenous population is structurally aging and this will mean the disability profile 
is expected to change, as there will be increasing proportions of Indigenous Australians with disability 
(Biddle et al, 2013).  
 
Explanations for the higher rates of disability include low socioeconomic status and exposure to risk factors 
such as smoking, high body mass, physical inactivity, poor nutrition and substance abuse (PC, 2011).  
 
Reflecting the general circumstances of Indigenous Australians, Indigenous carers were four times as likely 
as non-Indigenous carers to be living in a low resources household (ABS, 2008). In 2006, Indigenous carers 
had a younger median age than non-Indigenous carers (37 years compared to 49 years) (ABS, 2008). 
 
As identified in the Productivity Commission’s Disability Care and Support Inquiry Report, Indigenous 
Australians ‘face significant barriers to accessing disability support’(PC, 2011). Similar to non-Indigenous 
Australians, only 33% of Indigenous Australians with a severe or profound core activity limitation access 
Commonwealth State Territory Disability Agreement (CSTDA) services (AIHW, 2011b). The highest rates of 
disability for Indigenous Australians are: physical (82%); sensory (sight, hearing and speech) (42%); 
followed by intellectual (28%); however, those with an intellectual disability access services at a higher rate 
than those with a physical disability (34% compared to 18%) (AIHW, 2011b). Nearly half (46%) of 
Indigenous Australians with severe or profound core activity limitations7 report problems accessing service 
providers (AIHW, 2011c). 
 
“In remote communities, disability support services are practically non-existent (beyond 
basic HACC and limited mobile respite and allied health programs). Remoteness, poor 
infrastructure, lack of housing, and in some cases security issues will present a long term 
challenge for the NDIS — and improvement in service capability will depend in large part 
on broader government initiatives in this area.”  
(PC, 2011) 
 
The PC Report concludes that remote Indigenous communities are unlikely to fit, at least in the medium 
term, the proposed market-based NDIS model, largely due to the lack of services available in remote 
communities, and alternative models of funding and service provision need to be examined.  
 
This project provides policy makers and implementation agencies with a clearer picture of the current needs 
and service provision in the selected very remote communities; and highlights issues and potential barriers 
to the roll out of DCA into remote and very remote Indigenous communities.
                                               
5  In 2006, median age for Indigenous males with disability was 41 years compared to 61 years for other Australians; and for 
Indigenous females with disability 49 years compared to 75 years for other Australians (ABS, 2008: 73).  
6  Authors note that increases are not only due to demographic and geographic changes but also increases to people identifying as 
Indigenous and/or Indigenous people identifying as having a disability. 
7  Also referred to as core activity restrictions 
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2 Project Objectives/Methodology/Rationale  
2.1 Project Objectives 
 
The objectives of this ‘disability audit’ (‘the study’) were to: 
• Provide a comprehensive snapshot of permanent disability in the nominated very remote Indigenous 
communities. 
o It asked the questions - What is the need now? What is the level of service now? What is 
the projected need? 
• Examine the current capacity of each community to provide informal care, and in the case of MJD, 
project this into the future.  
• Examine and document current service provision accurately and objectively.  
• Enable both remediation of any current inadequate service provision and the capacity to provide 
appropriate services into the future. 
 
The project geographical targets included the following communities8: 
• Angurugu  (Groote Eylandt) 
• Umbakumba  (Groote Eylandt) 
• Milyakburra  (Bickerton Island) 
• Galiwin’ku  (Elcho Island) 
• Ngukurr  (Mainland, Roper River) 
• Urapunga  (Mainland, Roper/Wilton River)9 
 
The project comprised three phases: 
1. A ‘desktop audit’ of the prevalence and type of disabilities in the selected communities, the 
demographic profile and current service provision. 
2. An on the ground verification of the prevalence and type of disability and service provision. 
a. Engaging and consulting with local community members on: disability prevalence (i.e. 
number, age, types of disability and projections), the role of informal carers (i.e. number, 
age and carer tasks / burnout) and experiences with disability service providers (or, why 
they do not access disability services). 
b. Surveying key stakeholders including disability services, health services and social services 
to determine the number, age, types of disability and projections; types of services 
provided; any gaps in service delivery; and any barriers to providing services. 
3. Development of the final report (this report) profiling each of the communities: 
a. Current needs 
b. Informal carer network 
c. Service provision 
 
To ensure an accurate reflection of the experiences of the community and service providers were captured, 
the MJDF circulated the draft report to the Steering Committee for final comment, prior to its completion and 
submission to the NDIS Taskforce. 
  
                                               
8  All the communities are classified as ‘Very Remote’ under the ASGC-RA 
9  For a map of locations see figure Figure 3 – Geographical locations of communities within scope. on page 16 
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2.2 Rationale  
 
Government reports and the experiences of the MJDF and other service providers in remote and very remote 
communities identify systemic issues with disability care and support including a lack of services to meet the 
demand, especially complex cases and/or those with high care needs; a lack of infrastructure and workforce 
to increase the number of services; and the heavy reliance on a compromised informal carer network. 
 
This section provides a brief overview of the issues, including the rationale on why those issues were 
examined as part of this project.  
2.2.1  Definition of disability 
 
This report uses current Australian Government definitions of disability and the Productivity Commission 
report Disability Care and Support Inquiry Report terms of reference (PC, 2011). This report classifies 
disability as: 
• ‘present at birth, or acquired through an accident or health condition, but not due to the natural 
process of ageing’ (PC, 2011); 
• ‘…a limitation, restriction or impairment that has lasted, or likely to last, for at least six months and 
restricts everyday activities’ (ABS, 2009). 
o A profound core activity limitation10, where an individual is unable to do, or always needs 
help with, a core activity; core activities are self-care, mobility and communication, and 
include washing, toileting, dressing and eating. 
o A severe core activity limitation, where an individual sometimes needs help with a core 
activity or task, and/or has difficulty understanding or being understood by family or friends 
and/or can communicate more easily using sign language or other non-spoken forms of 
communication (ABS, 2009). 
• An intellectual disability, which is not counted in the ABS’ profound or severe core activity limitation 
definitions (PC, 2011). 
 
While other disabilities, which do not require assistance, may have significant impacts on the person’s social 
and emotional wellbeing and their employment and education opportunities, it is not within the scope of the 
NDIS to provide services to those individuals. These are referred to as mild core activity limitation/restriction 
(MCAR) or moderate core activity limitation/restriction (MoCAR). The NDIS coverage is limited to those 
requiring assistance for daily activities and assumes that people with other disabilities can access 
regular/mainstream services via Medical Benefits Scheme (such as Allied Health) and social services. See 
Appendix F – NDIS Act 2013 – relevant sections on page 143 for eligibility criteria for DisabilityCare Australia 
(NDIS).  
2.2.2  Machado Joseph Disease (MJD) 
Each chapter within this report presents a section on Machado Joseph Disease (MJD). The rationale behind 
devoting a section to MJD (as opposed to any other single disability) is that the communities audited as part 
of this project have a very high prevalence of MJD. It is estimated that the prevalence is 100 times the 
international prevalence.  
 
Medical Geneticist, Associate Professor John MacMillan, has estimated in the next generation up to 5% of 
people in some very remote Indigenous communities will have MJD. All of the very remote communities 
selected for this project have high rates of MJD with between 77-158 people who are alive today being at 
risk of MJD. (See chapter “MJD prevalence across the communities” on page 42 for a snapshot of the 
prevalence in each community). 
 
MJD is also called Spinocerebellar Ataxia 3 (SCA3). It occurs because of a fault in a chromosome that results 
in the production of an abnormal protein.  This protein causes nerve cells to die prematurely in a part of the 
brain called the cerebellum.  The damage to the cerebellum initially causes muscular weakness and 
                                               
10 Also called a profound core activity ‘restriction’ 
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progresses over time to a total lack of voluntary control and very significant profound core activity limitation 
(i.e. permanent physical disability). 
 
MJD is an inherited, autosomal dominant disorder, meaning that each child of a person who carries the 
defective gene has a 50% chance of developing the disease.  In addition the mutation is typically expanded 
when it is passed to the next generation (known as an ‘anticipation effect’) this means that symptoms of the 
disease appear around 8-10 years earlier and are more severe.  
 
There is no known cure for MJD.  Progression to dependence occurs over 5 to 10 years and most people are 
wheelchair-bound and fully dependent for activities of daily living due to profound core activity limitations 
within 10-15 years of the first symptoms emerging.  
 
The high care needs associated with MJD place extreme demands on the informal carer network: people 
with the severe stage of the disease require 24/7 care. Due to its genetic nature, sometimes a carer has 
MJD themselves, or may be looking after other family members with MJD, or looking after extended family11, 
children of parents who have MJD (or who have passed away with MJD). 
2.2.3  People w ith disability and their carers 
 
Across Australia, Indigenous Australians are twice as likely to develop a profound or severe disability and are 
more likely to have acquired their disability at a younger age than their non-Indigenous counterparts (ABS, 
2012; ABS, 2008). Indigenous Australians have a higher rate of multiple disabilities/chronic disease, live in 
lower resourced households (compared to Indigenous Australians without disability) and face significant 
barriers to accessing support (e.g. 46% of Indigenous Australians with a profound or core activity limitation 
report problems accessing services) (ABS, 2008). Their carers (informal and unpaid) are younger than their 
non-Indigenous counterparts (although 28% are aged 55 years and over) and are four times more likely to 
live in low resourced households (than Indigenous Australians who do not provide care) (ABS, 2008; ABS 
2011). In very remote communities, Census data shows that a higher proportion of the population (20%) 
provides unpaid care, the national rate is 13% (ABS, 2012). 
 
While it is widely recognised that Indigenous Australians with a disability living in remote or very remote 
communities experience the same issues, often exacerbated by level of remoteness, as other Indigenous 
Australians with a disability, there has been little research to date on the experiences of people with 
disability and their carers in remote communities. In addition, there is no reliable data source/s on the 
prevalence of disability in remote Indigenous communities and the reliance on the informal care network. 
This study aimed to add detail to the picture of disability in the six very remote communities by examining: 
disability prevalence; types of disability; level of comorbidities; level of care needs compared to care 
received; access to, and use of, existing services; and services required to meet the needs of people with 
disability and their carers.  
2.2.4  Disability services 
 
The Australian Government is changing the way disability care is funded – from a state-based funding 
model, to a national scheme, based on need and where individuals are given direct access to funding 
(“cashed out model”) so they can choose the services and support they want with or without the help of a 
broker. The new scheme, DisabilityCare, aims to improve the current fragmented and under-funded system, 
reduce the duplication between the aged care and disability systems and provide ‘insurance’ for all 
Australians – empowering those Australians who have or will acquire a disability to access the services and 
support suited to individual needs: a person-centred and flexible model. 
 
As identified in the Productivity Commission Inquiry Report, governments and service providers experience 
significant barriers to delivering disability support in remote communities.  
 
“In remote communities, disability support services are practically non-existent (beyond 
basic HACC and limited mobile respite and allied health programs). Remoteness, poor 
infrastructure, lack of housing, and in some cases security issues will present a long term 
                                               
11 Sisters have reciprocal relationships and responsibility for each other’s children – children may refer to a mother and an aunt by the 
same term.  If a woman with children dies her sister is often the replacement carer. 
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challenge for the NDIS — and improvement in service capability will depend in large part 
on broader government initiatives in this area.”  
(PC, 2011) 
 
The PC concludes that remote and very remote communities are unlikely to fit the proposed national 
“cashed out”/ market based model in the medium term, and that governments will need to look at 
alternative models. Therefore, research highlighting the issues in remote communities is required to provide 
policy makers and implementation agencies with an adequate and accurate understanding of the issues, and 
enable them to design a scheme that meets their needs. The main objective of this research, the 
‘Disability Audit’ in six remote Indigenous communities’, is to provide that information. While, the research is 
not exhaustive and only focuses on six communities in the Arnhem Land region, it can provide insight into 
the likely experiences of other communities and provide a model for research replication.  
2.2.5  Communities 
 
The six Northern Territory very remote communities (Angurugu, Umbakumba, Milyakburra, Galiwin’ku, 
Ngukurr and Urapunga) were chosen due to: their high level of disability, differences in levels of service 
provision (particularly between hub communities, such as Angurugu and Galiwin’ku, and satellite 
communities such as Urapunga) and the future projected disability profile (higher rates of people who will 
have high care needs due to MJD). The researchers also have strong, respectful and trusting relationships 
with the communities and service providers which are essential to conducting research in remote 
communities.  
 
It is important to note, that the six communities, which are part of this study, experience significant 
disadvantages because of their geographic location. Four of the communities are on an Islands (550 - 
630km from Darwin), which can only be accessed by air (passengers and freight) or by a barge (freight 
only) and the other two communities (Ngukurr and Urapunga), are often cut off from their nearest large 
town, Katherine, during the wet season due to annual flooding of the Roper River and the Roper and Wilton 
River, respectively12. 
 
Additional MJD communities in other regions, such as Gunbalanya/Oenpelli (West Arnhem), 
Ntaria/Hermannsburg, Santa Teresa and Papunya (Central Australia: MacDonnell Shire), Yirrkala (East 
Arnhem) and non-MJD communities across the Northern Territory were not included.  
                                               
12 Neither the Wilton nor the Roper Rivers have bridge crossings, only causeways trafficable at minimum water heights. 
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2.3 Methodology 
 
The research was conducted in three interconnected phases. An initial literature search (Desktop Audit) was 
conducted which, with the experience of MJD Foundation staff, was used in the development of three (3) 
discrete interview instruments for: 
1. People with disability   
2. Carers     
3. Service providers   
All interview instruments were designed to collect both quantitative data and, through semi-structured 
questions, qualitative data. These instruments can be found in “Appendix C – Forms – Surveys and Consent” 
on page 120. 
 
A community-based, person-centred approach and a social model of disability13 was the appropriate 
approach for this project. The project was largely conducted by researchers with community/family 
connections/knowledge, and a large component of the project involved interviewing families, community 
members and community organisations. 
 
The final phase was analysis of both quantitative and qualitative data and the subsequent drafting into this 
report.  
2.3.1  Sources 
 
This Disability Audit was compiled using publically available literature and data and unpublished data 
provided by government departments and stakeholders. The references used can be found on page 100. 
2.3.2  Method 
 
Project Preparation       
Community Engagement         
Analysis and Report Preparation        
 Jan-2013 Feb-2013 Mar-2013 Apr-2013 May-2013 June-2013 
Figure 2 – Project timeline 
Project Preparation 
 
1. Ethics Approval: Ethics approval was received by the Human Research Ethics Committee from 
Menzies School of Health Research and the NT Government. (File reference number: HREC-2013-
1948). Refer to Appendix B for the Ethics approval letter. 
 
2. Communications Strategy: An information package comprising a project overview, NDIS overview, 
project objectives/methodology and project timeframes was sent to each Stakeholder. 
 
3. Stakeholders and Steering Committee: Stakeholder groups were identified as: 
• People with disability in the selected very remote Indigenous communities and those from the 
selected communities who have relocated into residential care. 
• Carers of the people with the disability in the selected very remote communities (primary carers 
and other carers) 
• Service providers including the NT Department of Health Aged and Disability Program (NT DoH 
A&DP), Shire operated aged & disability services / women’s centres, health clinics (government 
or Aboriginal Medical Services), education providers and non-government services.  
• Government agencies including federal, state and local. 
Stakeholders were targeted for surveys, and invitations were sent out to invite stakeholders to join 
the steering committee. See Appendix G – Steering Committee Membership on page 145.  
 
                                               
13 See chapter 8 on medical vs. social disability model 
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4. Desktop Audit: A desktop audit (literature search) was conducted to determine the prevalence, type 
of disability, profile of carers, service provision and allocated funding in each community. 
 
To increase the robustness of the data this study drew on additional publically available data, from 
ABS and AIHW and unpublished data provided by government departments and stakeholders. 
 
5. Community Engagement: Introductory information was sent to each community level stakeholder 
with detailed information on the project including timing of community visits. 
 
6. NT Government Introductions: The project team met with the NT Department of Health Aged and 
Disability Program (NT DoH A&DP) Director, Managers, and Therapists to enable close collaboration 
with NT DoH A&DP key contacts working in each community (the MJDF already have close working 
relationships with these people). 
 
7. Family Introductions: Families were engaged to talk about the project to explain the importance of 
feeding this type of information back to the Federal Government, while ensuring the protection of 
privacy of those disabled Indigenous Australians living in these communities. 
 
Community Engagement 
 
1. Community Visits: Each community was visited. Multiple visits were sometimes necessary due to 
‘sorry business’, ceremony, weather and other disruptions.  
 
2. Community Data Verification: The MJDF used its on-the-ground experience in providing culturally 
appropriate services in conducting the research. Surveys were the main method for data collection 
during this phase. Three MJDF staff who have prior knowledge of the communities and who all have 
research experience conducted the surveys. In addition, local community members and/or cultural 
advisers participated in the survey process as brokers particularly when people with disability and 
their carer were interviewed. Surveys were conducted orally with the surveyor recording the 
responses.  
 
To ensure data collected was consistent and comparable with existing government data collections, 
the project’s surveys used existing definitions and classifications as much as possible and where 
available. 
 
Ground proofing of survey data was carried out through consultation with local community members 
and key stakeholders including disability services, health services, education providers and 
government agencies. 
 
3. Surveys: Survey instruments were developed to collect information from each of the three target 
groups: 
1. Person with disability  
2. Carer  
3. Service provider  
 
A sample size of 5-20% of the relevant Census indicators (e.g. person with severe or profound core 
activity restriction/limitation) was determined to be sufficient and respondents were identified by 
referral from service providers, community members and translators.  
 
The three survey instruments were sent to the Steering Committee for feedback.  The person with 
disability and carer survey instruments were also reviewed by community representatives to ensure 
the language used was unambiguous and able to be translated ESL context. An interpreter was 
present and available if required. 
 
The surveys (except for two service provider surveys) were conducted face to face with one of the 
researchers recording the responses. All respondents were informed that their responses were 
confidential and that the MJDF would make all efforts to de-identify respondents in the results. For 
many respondents this was a condition of their participation. The survey data was analysed in 
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Microsoft Excel using thematic analysis for qualitative questions and descriptive analysis for 
quantitative questions. 
 
A consent form was signed by each individual who participated in the surveys. The three surveys 
and the consent form see Appendix C – Forms – Surveys and Consent. 
 
Report Preparation 
 
1. Data Analysis: Desktop audit data was compared with survey findings. 
 
2. Draft Report: A draft report was prepared. 
 
3. Consultation: The Steering Committee was provided with the draft report to review and provide 
feedback.  Significant findings were discussed with key stakeholders to verify and cross reference. 
 
4. Final Report: Feedback was incorporated into the final report. 
 
5. Presentation: The findings were presented at the NDIS (DCA) National Conference in Melbourne in 
June 2013. 
2.4 Data sources and their limitations 
 
Several limitations in the available data were identified which could circumscribe the accuracy of any 
research on disability in remote Indigenous communities. As noted by the PC in its 2011 report chapter on 
‘Disability within the Indigenous community’, due to data collection limitations and identification issues, it is 
likely that the true prevalence of disability in Indigenous communities, particularly in remote communities, 
are underestimated (PC, 2011). The 2011 Census, the most current publically available data source14, has an 
estimated net undercount rate of 17.2% for Indigenous persons. The Northern Territory has the highest 
estimated net undercount rate in Australia, for both Indigenous and non-Indigenous persons (6.9%) and it is 
unequally distributed with the rate being 10.9% outside of Darwin (ABS, 2012).  
 
The Census data is also limited by the ability of people to understand the questions, particularly in an ESL 
context, and its self-reported nature. However, the ABS has taken steps in remote communities to mitigate 
reporting errors by increasing the number of survey collectors who conduct face-to-face interviews, often 
with translators, and running the Post Enumeration Survey (PES) period over an increased number of 
weeks15. 
 
Obtaining published data for small location sizes, such as those in this study, is limited due to lack of 
research and/or privacy (ethics) issues. The only published data available for this study’s locations is the 
2011 Census (excluding Urapunga). 
 
The ABS is very clear that the Census is not intended to measure prevalence of disability across Australia 
and is only to be used as an indicator.   
 
The most comprehensive data on disability prevalence in Australia is the ABS Survey of Disability, Ageing 
and Carers (SDAC) (ABS, 2009). This is the only survey that captures detailed data on:  
• General demographic information  
• Disability identification  
• Carer of a usual resident  
• Carer of non-usual resident  
• Disabling conditions  
• Self perception of health and well-being  
• Mobility  
                                               
14 The National Aboriginal and Torres Strait Islander Health Survey latest published data is 2004-05 and the National Aboriginal and 
Torres Strait Islander Social Survey latest published data is 2008. 
15 The researchers were not able to determine the % of Census responses from the six communities that were conducted face-to-face 
and how long/extensive the PES period was. 
Project Objectives, Rationale and Methodology 
16 
 
• Self-care  
• Communication  
• Aids used  
• Assistance needed and received  
• Transport  
• Community activities participation  
• Household use of computers and the Internet  
• Attendance at supervised activity program  
• Housing  
• Education  
• Employment  
• Employment limitations  
• Income  
• Carer information  
• Carer’s self perception of health and well-being  
• Carer’s assessment of the impact of their caring role. 
 
While the SDAC survey has a large sample set of households (n=31,900) and its accuracy is considered to 
be high due to the face-to-face nature of interviews and comprehensive questions, none of the surveys are 
conducted in remote and very remote parts of Australia where a high proportion of Indigenous Australians 
live. Therefore for the purposes of this project, the SDAC was limited in its use16. 
 
The Australian Institute of Health and Welfare (AIHW) maintains the Disability Services National Minimum 
Data Set (DS NMDS) which is the primary source of information regarding disability service use in Australia.  
The DS NMDS (2010-2011) shows that there were 10,800 Indigenous Australians using specialist disability 
services and that they are utilising services at a higher rate than non-Indigenous Australians (AIHW, 2013). 
The data however has a shortfall in that it does not give an indication of how much support each person 
receives (for example one hour of case management every 6 weeks compared to 30 hours of respite day 
program per week).  Their 2011 report does provide some evidence suggesting that people in very remote 
communities are accessing disability services at a lower rate than the rest of Australia (AIHW, 2011b). 
 
Under the National Disability Agreement (NDA), the Productivity Commission collates and reports annually 
on the Agreement’s performance indicators for each State and Territory using published and unpublished 
sources. Several of the performance indicators are not reported at the level this Disability Audit required (i.e. 
Indigenous persons living in very remote Northern Territory communities and therefore its application was 
limited).  
 
Another Productivity Commission report Review of Government Services, Indigenous Compendium, is an 
annual publication which provides information on access and use of government services, by Indigenous 
status and by State and Territory, including disability services (such as HACC, supported accommodation, 
disability employment services etc.); however, the data is not broken down by remoteness classification. 
Another limitation of this the data is the accuracy of an Indigenous identifying indicator within the service 
provider data (SCRGSP, 2013). 
 
The ABS also includes disability questions in specific surveys on Indigenous people – the National Aboriginal 
and Torres Strait Islander Social Survey (NATSISS) and a National Aboriginal and Torres Strait Islander 
Health Survey (NATSIHS) that do include remote and very remote regions with reports for  periods 2008 and 
2004-05, respectively (ABS,2008; ABS,2006). However, the disability questions in those population surveys 
are not as effective as SDAC in differentiating between people with disability and those with longer-term 
health conditions but no disability. 
 
Due to the above data limitation with existing sources, additional data sources were required to make an 
assessment of the needs of the six very remote Indigenous communities and the experiences of people with 
disability, their carers and service providers in those communities. Additional data sources were obtained 
during the Desktop Audit phase and service provider surveys.   
                                               
16 The ABS are open to discussions / submissions on the language to use in questions for the 2014 survey. 
Overview/Snapshot Across Six Communities 
17 
 
 
3 Overview/Snapshot Across Six Communities  
The six (6) very remote communities17 that were analysed as 
part of this project were: 
• Angurugu, Groote Eylandt 
• Umbakumba, Groote Eylandt 
• Milyakburra, Bickerton Island 
• Galiwin’ku, Elcho Island 
• Ngukurr, mainland Roper River 
• Urapunga, mainland Roper River/Wilton River 
 
In addition, Darwin, Katherine and Nhulunbuy based service 
providers participated in the project with regards to services 
they provide to people living in the above very remote 
communities. 
 
The following graph shows the relative Indigenous population 
sizes of each of the communities. 
 
 
Figure 4 – Indigenous population size, all communities (Source: Census 2011)18 
This chapter presents an overview/snapshot of the findings of the project across each of the six 
communities.  The detailed findings per community are broken down into: 
Chapter 4 - Angurugu, Umbakumba, Milyakburra on page 48 
Chapter 5 - Galiwin’ku, Elcho Island on page 67 
Chapter 6 - Ngukurr, Urapunga on page 78  
 
In total, 90 surveys19 were conducted with people with disability and carers across the communities, and 15 
surveys were conducted with service providers in the communities and in Darwin, Katherine and Nhulunbuy. 
 
 
Figure 5 – Survey numbers, people with disability and carers, all communities  
                                               
17 All communities are classified as ‘Very Remote’ under the ASGC-RA 
18 Note that Urapunga population size was not included in Census 2011, and was sourced from Sunrise Health 
19 90 interviews were conducted with 84 people, as some people were interviewed more than once (eg as carer and on behalf of the 
person with disability) 
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3.1 People with disability – findings across the communities 
3.1.1  Profile 
 
Community 
Percentage 
of 
Indigenous 
population 
– with 
disability^ 
– Census 
2011 
Indigenous 
population 
– with 
disability^ 
– Census 
2011 
Indigenous 
population 
receiving 
disability 
services – 
Shire 
data20 
Indigenous 
population 
receiving 
disability 
support – 
NT DoH 
A&DP  
Indigenous 
population 
with MJD21 
– MJDF 
Indigenous 
population 
with 
disability not 
receiving 
any services 
(identified 
through 
surveys) 
Groote Eylandt Region    22 22  
- Angurugu 4% 35 20   2 
- Umbakumba 4% 18 11   1 
- Milyakburra 8% 12 2    
Galiwin’ku 3% 48 42 30 20 2 
Ngukurr and Urapunga 2% 23 16 22 13 4 
Total  136 91 74 55 5 
Table 1 – Disability profile, all communities, (source: published, unpublished and survey data) 
General population features – impact of population grow th and chronic disease 
 
The population in these communities is generally very young, with just over half under the age of 25 and 
projected to age even faster over the next few decades (ABS,2012, Biddle et al,2013).  The greatest 
proportional population increases are expected in the post-working age and older population (50-65 years 
for Indigenous Australians). This group is expected to significantly increase over the next 20 years (146% 
for Angurugu/Umbakumba; 100% or double for Galiwin’ku/Ngukurr) (FaHCSIA,2010 a-f).   
 
Currently, aged care services are available to Indigenous Australians from 50 years of age22 and so the 
impact of this increase in the older population needs to be factored in to estimates of the likely demand for 
community services (aged & disability services) in these communities.   
 
DisabilityCare Australia will be accessible to all Australians living with disability who incur their disability and 
register with DCA prior to the age of 65. Chronic disease is a well-known cause of disability particularly in 
the Indigenous population (NHPAC, 2006).  Given the chronic disease profile of the region and the 
knowledge that chronic diseases are experienced at earlier ages for Indigenous people, there is a strong 
likelihood that the projected increase in population will correlate to an increase in the demand for disability 
services across the region (SCRGSP, 2009, NHPAC, 2006). 
 
Recently, attention has been drawn to the epigenetics field, highlighting that the poorer health profile of 
Indigenous Australians is not just due to lifestyle choices but also genetics (change from hunter-gather 
lifestyle of feast and famine, to a Western diet), prenatal metabolic syndrome and faltering growth (‘failure 
to thrive’). When a fetus is malnourished, blood is directed to the brain as the first priority, leaving other 
organs insufficiently developed and that ‘reprogramming’ results in the child having a degree of insulin 
resistance (PMSEIC, 2008). Therefore, it is expected that the rate of disability due to diabetes will increase, 
                                               
20
 Shire data includes data from East Arnhem Shire Council (EASC) and Roper Gulf Shire Council (RGSC) who operate the community 
based aged & disability care centres. 
21 Includes monitored and mild stage MJD (MoCAR), moderate (SCAR) and severe (PCAR). 
22 Recognising the generally poorer health status and higher care needs profile of indigenous Australians. 
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not just as the population ages, but across all the age cohorts. Recent studies are showing a higher 
proportion of adolescent diabetes among the Australian Indigenous population. 
3.1.2  Numbers and Classification of Disability 
 
Severity of disability 
 
To ensure consistency for this report and to enable some relative comparisons, disability needs have been 
categorised in the Australian Government standard measures (AIWH, 2011a). Severity of disability is a 
measure based on the level of restriction (limitation) a person experiences for any tasks relating to the core 
activities of self-care, communication and mobility.  
 
There are four levels of limitation/restriction: 
1. Profound  – the person always needs help with at least one core activity (PCAR) 
2. Severe  – the person needs help with at least one of the core activities some of the time (SCAR) 
3. Moderate  – the person has difficulties with at least one of the core activities but does  
 not need assistance (MoCAR) 
4. Mild  – the person uses aides but does not have difficulties with core activities (MCAR) 
Codes of Disability Types 
 
Disabilities require specific services according to their nature, in order to enable recommendations and make 
comparisons, where possible. Coding of disability types across the report were based on the primary cause 
for the disability, that is the aetiology. The de-identified data sourced has been grouped and coded as 
follows: 
1. Physical 
2. Intellectual 
3. Chronic disease related 
4. Mental health 
5. Sensory23 
6. Acquired brain injury24 
 
In the case of surveys conducted as part of this study, more detailed information and assessment was able 
to be made when assigning the above disability types to individuals. (See discussion on page 25). 
 
Those providing data as part of this study were asked to nominate the ‘main’ disability. Some caveats on 
how the data was represented are as follows:    
• Where multiple disabilities were listed, but there was no single one nominated as the ‘main’ 
disability, the first nominated disability was recorded as the ‘main’.   
• Where a disability was known to have more than one (1) functional outcome, classification has been 
nominated as multiple types25. 
• Physical disability encompassed dystrophy conditions, cerebral palsy, spina bifida and genetic 
conditions where intellectual involvement is not thought to be affected or presumed normal. 
• Intellectual disability also encompassed developmental delay. 
 
Classifications were further grouped as follows: 
I. physical  – encompassing physical and chronic disease related 
II. non-physical  – encompassing intellectual, mental health and acquired brain injury 
III. sensory  – not usually including speech/communication26 
                                               
23 Hearing and Sight - Only including speech if clear from the data set 
24 ABI is included as a separate category as it is postulated to have a high prevalence in this population compared to the whole 
Australian population (2.2% of the total Australian population, with 0.8% of the total Australian population having an ABI which 
results in severe/profound core activity restriction) (AIHW, 2007) therefore the researchers chose to specifically look at it. 
25 For example, if a person with diabetes had an amputation or limited mobility, they would be assigned type 1-physical and type 3-
chronic disease related (the %s will therefore not add to 100%) 
26 Some ABS data includes speech/communication (along with hearing and sight) in the sensory category. For this study, because the 
researchers lacked the data to determine if other causes of disability also resulted in speech/communication loss, the primary 
disability only is recorded e.g. a person with severe MJD who is anarthric (cannot speak) is not coded as having a sensory disability. 
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Numbers of People w ith a Disability 
 
Census 2011 data puts the average percentage of people with a disability (severe or profound core activity 
restriction/ limitation) across the communities surveyed at 4.2%, a total of 136 people.  All of those people 
would be eligible to access DisabilityCare Australia (DCA). 
 
Community based (Local Government ‘Shire’) service providers reported providing a range of services in the 
communities surveyed to 128 people (37 categorised as frail/aged and 91 with disability) of varying severity. 
The following graph shows the breakdown of the 91 clients with disability into disability severity.  
 
 
Figure 6 – Disability severity, all communities (Source: EASC/RGSC aged & disability service providers) 
 
 
Figure 7 – Disability types, all communities (Source: EASC/RGSC aged & disability service providers) 
Shire (EASC/RGSC) aged & disability service clients received: 
• HACC services (DoHA aged care funding for those aged over 50)  
• Disability in Home Support (DIHS) (NTG Disability funding for those aged under 50) 
• Community Aged Care Packages CACPs27 
• Respite care (NRCP)  
• Individual Support Packages (ISP) (NTG Disability funding for those aged under 5028) 
21% of shire clients with disability (i.e. excluding their frail/aged clients) were equated with profound core 
activity restrictions (PCAR), 51% severe core activity restrictions (SCAR), 23% with moderate core activity 
restrictions (MoCAR) and 5% with mild core activity restrictions (MCAR). 
 
 
 
                                               
27
 At Angurugu these are ‘cashed out’ to the ‘Flexible Aged Care Facility’ 
28 NT DoH A&DP generally assess a client as eligible for an ISP if they require more than 25 hours of services per week. 
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Shire (EASC/RGSC) clients with disability receive the following services: 
 
 
Figure 8 – Disability services received, all communities (Source: EASC/RGSC aged & disability service providers)  
85% of all Shire (EASC/RGSC) clients with disability received meals on wheels (77% receiving up to five (5) 
meals per week; 8% receiving more than five (5) meals per week). 
38% attended a day program (22% attending up to 10 hours per week; 16% attending over 10 hours per 
week). 
No clients (0%) received overnight respite in community. 
22% had received overnight respite out of their community, with 18% being in the last 12 months. 
24% received personal care (such as showering). 
42% received a laundry service. 
58% received community transport (although it was noted that this is sometimes unavailable due to vehicle 
issues). 
1% received help at home. 
 
The NT Department of Health’s transdisciplinary allied health services known as the ‘Aged and Disability 
Program’ (NT DoH A&DP) provides assistance to 74 people across the 6 communities who would be eligible 
to access DCA funding/services [age range 1 to 65 years, median= 32 years].  All of these people have a 
disability commensurate with having either a severe (SCAR) or a profound core activity (PCAR) 
restriction/limitation. 
 
The discrepancy between the percentages of people identified as having a disability in the Census data 
compared to the service data analysed could be reflective of both (a) the severity of disability used in each 
case; and (b) the inclusion of aged persons in the Census data.   
 
Census data for disability is limited in its accuracy by the ability of people to understand the questions 
(particularly in an ESL context) and may in fact include all levels of core activity restriction - including mild 
(MCAR) and moderate (MoCAR).    
 
The criteria for receiving NT DoH A&DP services has a threshold at the severe level of core activity 
restriction and will often by default exclude those with (MCAR) mild, and some moderate (MoCAR) core 
activity restrictions.  This study also identified individuals with disability not receiving any levels of service 
(n=5) who would qualify as having disability and there is a strong likelihood that there are more people not 
receiving services who are disabled and captured by the Census 2011 results. 
 
Median age of people with profound and severe core activity restrictions across the communities is 3229, 
with the breakdown by communities below. 
                                               
29 NT DoH A&DP data 
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Figure 9 – Median age of people with profound/severe core activity restriction (Source: NT DoH A&DP) 
Clients nominated by the NT DoH A&DP as having ‘low’ care needs were correlated with severe core activity 
restrictions (SCAR), and those with ‘high’ needs as having profound core activity restrictions (PCAR).  76% of 
A&DP clients experienced severe core activity restriction (SCAR) and 24% profound activity restriction 
(PCAR). The community with the highest percentage of profound core activity restriction was Galiwin’ku 
(30%), the lowest Ngukurr (18%).   
 
Disability severity across all communities based on NT DoH A&DP data is as follows: 
 
 
Figure 10 – Disability severity, all communities (Source: NT DoH A&DP) 
Disability types and proportions based on data provided by the NT DoH A&DP are as follows30: 
 
 
Figure 11 – Disability types, all communities (Source: NT DoH A&DP) 
The nature of the people with profound and severe core activity restrictions serviced by the NT DoH A&DP 
within each community varied considerably.   
Groote communities had a markedly higher number of people with a physical disability (77%). 
Galiwin’ku had a lower number of people with physical disabilities at (60%). 
                                               
30 Noting that the totals do NOT add to 100% as a person may be coded as having more than one type of disability. 
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Ngukurr had the lowest number of people with physical disabilities at (32%) and the highest proportion of 
people with both sensory disability (32%) and ABI (23%). 
 
  
Figure 12 – Disability type, comparison across communities (Source: NT DoH A&DP) 
The high proportion of physical disability in the Groote communities is probably at least in part reflective of 
the established MJD cohort in the community.  The numbers of people with physical disabilities in both 
Ngukurr and Galiwin’ku can be expected to climb as their MJD profile increases in prevalence. 
 
The reasons for higher numbers of ABI in some communities may be representative of past episodic volatile 
substance (petrol sniffing) outbreaks.  Higher rates of intellectual disability at Galiwin’ku/Ngukurr and higher 
rates of sensory disability at Ngukurr are not as clearly understood however both disability groups require 
different and specific support services.  
 
Given the small sizes of the communities and the known difficulties establishing and operating community 
based disability services it will be important that the services available to each community are appropriate to 
the needs of that community - and not provided or funded on an aggregate of averaged need.  Matching 
services to the needs profile of the community should help to avoid duplication and over servicing.  It will 
also provide the potential for the development of community capacity and the potential to train staff in 
specific areas.  It will of course be necessary to monitor trends in disability need carefully to ensure that 
services remain appropriate to changes in needs profiles. 
Surveys conducted w ith people w ith disability for this study 
 
In order to develop an informed picture of the needs and experiences of people with disability across the six 
communities, 49 quantitative and qualitative surveys (in the form of interviews) were conducted.31  
  
Of the 49 participants, eight (8) did not meet the NDIS/DCA eligibility age criteria (i.e. were over 65) and 
therefore any results presented in square brackets e.g. [41] represent the DCA age-eligible participants only. 
However, those aged over 65 were not excluded from the analysis, because all [n = 8] reported acquiring 
their disability prior to turning 65 (and therefore, if the scheme had been established prior to their 65th 
birthday, they would have been eligible). The NDIS Act 2013 does not fully cater for this transition issue for 
those people who are now over 65 who would have been eligible for NDIS had the scheme been running for 
many years.  It is expected that these people will not enter DCA (even if their disability was acquired before 
their 65th birthday).  (See discussion on this issue on page 88). 
 
                                               
31 A disability which impacted on, and required assistance for, one or more core needs – mobility, personal care, communication. 
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Figure 13 – People with disability, gender breakdown, all communities (Source: survey data) 
More women with disability were surveyed than men (60%)32 and the median age of participant was 48.4 
[43.6] years.33  The number of surveys collected was (as expected), higher in the larger communities 
(Angurugu, n=14[11] and Galiwin’ku, n=18[14]) and lower in the smaller ‘satellite’ communities (Urapunga, 
n=1[0] and Milyakburra, n=2[1]). 
 
Of the survey participants (people with disability) across all communities (n=49 [41]), 43% had a profound 
core activity restriction (PCAR) and 57% a severe core activity limitation (SCAR). Therefore, noting that the 
survey participants had an average higher level of disability than the community disability profile in general. 
 
 
Figure 14 – Profound vs. severe core activity restrictions, all communities (Source: Survey data) 
Disability types and proportions for those individuals surveyed for this study were as follows: 
 
 
Figure 15 – Disability types34 and proportions, all communities (Source: Survey data) 
                                               
32 The estimated number of females Australia wide with disability is 56% compared to males 
33 
Range [r=15-73] 
34
 Note that the totals add to more than 100% as a person may have more than one type of disability (eg. diabetes leading to severe 
physical mobility restrictions. 
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Almost half (47%) of the people with disabilities surveyed across all communities experienced their disability 
in conjunction with another disability or chronic disease, highlighting the complexity of case management for 
service providers. 
 
 
Figure 16 – Number of disabilities reported per person, all communities (Source: survey data)  
 
Using the disability types outlined on page 19, the survey found the primary disabilities as: 
• 59% had a physical disability 
• 22% had an intellectual disability 
• 31% had a disability related to their chronic disease 
• 18% had a mental health disability 
• 22% had sensory and/or communication disability 
• 18% had an acquired brain injury 
 
The high proportion of primary physical disabilities in the region should be an indicator of the priorities to be 
considered when planning appropriate services and infrastructure (e.g. disability access) across the region.  
 
In survey data, in addition to recording the primary disability, the investigators were able to consider the 
person with a disability’s health status more comprehensively.  It is important to consider this, as many 
conditions can be coded to more than one disability ‘type’, and people frequently have more than one 
disabling condition. The needs identified are likely to have impacts on services, including type of services 
provided and the complexity of care required (e.g. number of hours/ services)35.  
Comment on comparison data 36  
 
Source Physical Intellectual Chronic 
Disease 
related 
Mental 
Health 
related 
Sensory ABI 
NT DoH A&DP 57% 45% 5% 11% 14% 14% 
Survey data 59% 22% 31% 18% 22% 18% 
Difference +2% -23% +26% +7% +8% +4% 
 
The survey data conducted with people with disability cannot be easily compared with other data sources, as 
it was a small subset which did not include young people37 and included several participants who were not 
current service users and were referred to the researchers for this project by community members. In 
                                               
35 For example, when using the primary cause classification, a person with MJD is only coded to physical; however, they also may 
experience a communication disability. If you compare someone with a SCI and no other disabilities, the staff hours required to meet 
their needs at the aged care centre would be lower than for a person with MJD who has a complete loss of speech too. This is 
consistent with the profile of people with multiple disabilities such as mental health and a chronic disease. 
36 Shire (EASC/RGSC) data is not included in this comparison as their client base includes clients with MCAR and MoCAR. 
37 Only 1 person with disability surveyed was aged under 20 years (2%), compared to Census data (16 people or 12% of all persons 
with disability in the 6 communities) and NT DoH A&DP data (19 people or 26% of all persons with disability in the 6 communities). 
The researchers were limited by: lack of awareness of young people with disability, data collection during school term (and therefore 
parents and children were not available in the one locations), a lower level of pre-existing relationships with education providers.  
53% 
33% 
14% 
1 disability 
2 disability 
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addition, for confidentially reasons, survey responses could not easily be matched with service data (such as 
type of disability its severity and the needs of the person). There were limitations to the data collected in the 
surveys (See Findings - limitations on page 88). However, the researchers conclude that their sample was a 
valid source of data to provide a deeper understanding of the needs in the six communities as the majority 
of findings are not significantly different and reflect issues outlined in existing literature (e.g. overcrowding 
rates, multiple caring roles, multiple disabilities and co-morbidities and high rates of disability). 
 
The survey data reflected a more equal distribution between SCAR and PCAR than was evident in the NT 
DoH A&DP data.  This could be a function of differential allocation of needs in quantifying each data set – 
i.e. in the absence of face-to-face interviews by the researchers, the NT DoH A&DP data set was allocated 
SCAR or PCAR based on the level of service they received and reference to care needs as ‘low’, ‘moderate’ or 
‘high’.  The level of service available in communities is known to be focused on low - moderate care needs 
and therefore those with high needs may in fact be receiving low level service - not necessarily 
representative of their actual needs. 
Allocation of survey participants needs was based on an interview and questionnaire of expressed needs.  
3.1.3  Findings 
Know ledge and Engagement w ith services 
 
It was apparent that many of the survey participants did not have a western medical 
construct/understanding of their ‘disability,’ or understanding of the language used to describe their 
disability.  31% could not name their disability and 41% did not know what had caused their disability.   
 
This has previously been documented as a feature of Indigenous people’s uptake and inclusion in services 
and is likely to impact on the way that people with disabilities in these communities perceive and represent 
their need (FPDN, 2013).  Those at Galiwin’ku (44%) and Ngukurr (33%) were most likely to have a poor 
understanding of their disability.38  
 
The disability service sector in these communities is relatively recently established39 or generally operates on 
a FiFi/DiDo model. All service providers noted difficulties recruiting and retaining staff, and accessing 
appropriate training in the disability skill sector (See section Service providers – findings across the 
communities on page 33). There are very few disability specific charitable organisations (e.g. CP Australia, 
Royal Society for the Blind, Lung Foundation Australia) with a presence in the communities. There has 
therefore, been little opportunity generally, to provide people with information about their disability or to 
form relationships appropriate to explain and help contextualise the disorders people have, and what their 
options and opportunities may be.   
 
All of the people with disability in the communities surveyed use 
English as a second or third language, and the levels of 
education are generally low. The relative isolation of the 
communities also means that people with a disability are 
exposed to their own situation only and are not able to compare 
their experiences with the experiences available to others.  
There is a risk therefore that these people and their families do 
not advocate their needs effectively because they have a limited 
understanding of the options and opportunities available more 
broadly, that may be appropriate to their needs.   
 
Where targeted information and disability specific support has 
been made available, there is clear evidence of an improvement 
in knowledge and more proactive engagement with service 
providers and appropriate uptake of services and presumably an 
improved quality of life. 
                                               
38 The researchers note that another NDIS Practical Design Fund project conducted by Motivation Australia is addressing this concept. 
39 The Angurugu Flexible Aged Care Facility was established in 2001 
 
The MJDF has conducted extensive one on 
one Machado Joseph Disease specific 
information/education sessions with family 
and service providers in each community 
(several times with each person and their 
family). The MJDF employs community 
members who assist with translating, and has 
also developed a variety of educational 
resources designed for people in remote 
Aboriginal communities, including some in 
local languages.  In surveys conducted, all 
those people with MJD (n = 17) could name 
their disability and all but one could identify 
what caused their disability (genetics, family 
disease, brain).   
If the MJD cohort is removed from the sample 
those who could not name their disability 
climbs to 44% with 44% also unable to 
identify the cause or nature of their disability. 
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Care needs and assistance available 
 
Survey results indicate that people with a disability in these six very remote communities rarely have access 
to all the assistance they require. There is evidence of carer fatigue and as the service provider section 
notes, the range of community services provided is generally in the ‘low’ care range i.e. home and 
community care (HACC/DIHS) level – meals provision, some personal care and limited community 
access/transport.   
 
People with disabilities surveyed for this project reported the following issues40:  
 
Mobility Assistance 
Across all communities 49% of those surveyed required assistance for their mobility.   
6% of those people surveyed were not always able to get the assistance they needed.      
People with a disability at Ngukurr (11%) and Galiwin’ku (11%) had the most problems getting help 
to mobilise. 
 
Personal Care Assistance 
Across all communities 27% of those surveyed required assistance for personal care – showering, 
dressing and toileting. 
8% of those surveyed were not always able to get the assistance they needed. 
Participants at Ngukurr and Galiwin’ku had the highest rate of unmet need for personal care (22% 
and 11% respectively). 
Across all communities 65% of people surveyed reported that they needed assistance to wash and dry 
their clothes due to a physical or non-physical disability. 
 
Meal preparation 
Across all communities 69% of those surveyed required assistance to buy prepare and cook their 
meals. 
4% of those surveyed were not always able to get the assistance they needed. 
People with a disability surveyed at Ngukurr were most likely to have a problem with meal assistance 
(13%). 
 
Community Access and Transport 
In Angurugu, Umbakumba and Galiwin’ku survey participants reported that the Shire operated aged & 
disability services provided ad-hoc transport to bank, shopping and/or Centrelink. Galiwin’ku was the 
only community that had a ‘public transport’ option41, however it was noted that the bus could be off 
the road for extended periods due to maintenance, and is not wheelchair accessible. A similar service 
was available in Urapunga/Ngukurr when the road is accessible during the dry season. This bus is also 
not wheelchair accessible. 
Across all communities 69% of those surveyed required assistance to access community facilities such 
as banking, shops or Centrelink. 
22% of those surveyed were not always able to get the assistance they needed. 
29% of people at Angurugu and 22% of people at Ngukurr and Galiwin’ku reported routinely not 
accessing community facilities they needed to access because of a lack of assistance (including 
transport).  
30% of people across all communities were unable to attend cultural events because they had no 
transport or assistance. 
 
Communication, Autonomy and Decision Making 
Across all communities 33% of people surveyed reported that someone else (usually a carer or family 
member) makes decisions for them. 
Across all communities 34% of people surveyed reported that someone else (usually a carer or family 
member) talks on their behalf due to their disability. 
 
 
                                               
40 More issues were reported, but these are the highest ranking and most consistent issues. 
41 The Arnhem Land Progress Association (ALPA) community store provides a free bus service home after people go shopping in their 
store. 
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Access to appropriate adaptive equipment  
Across all communities 45% of people surveyed reported that they did not have at least one (1) piece 
of adaptive equipment that they required. The highest reported rate was at Ngukurr (56%). In 
Ngukurr, 44% of all participants required two or more pieces of equipment (compared to the all 
communities rate of 10%)42. 
Across all communities 32% of people surveyed reported that they did not know who to ask for 
equipment. Galiwin’ku had the highest rate 44% and Angurugu the lowest (15%). 
Across all communities 36% of people surveyed reported that their home did not have at least one (1) 
of the modifications it required.  Again, Galiwin’ku (44%) reporting the highest rate. 
Across all communities 25% [30%] of people surveyed reported that there was no hot water to their 
home. 
Across all communities 28% of people surveyed reported that they had no access to a washing 
machine. 
Across all communities 16% of people surveyed reported that they did not have a refrigerator in their 
home. 
 
Socioeconomic, infrastructure and cultural issues 
 
As has been demonstrated in other studies, Indigenous people with a disability in the communities surveyed 
generally live in overcrowded conditions (PC, 2011).  Many of those surveyed also cared for others despite 
also having a disability themselves. 
 
25% of people with a disability surveyed across all six communities also cared for someone with a disability. 
The highest rates were at Umbakumba (40%), Galiwin’ku (39%) and Angurugu (29%). 
31% of people with a disability surveyed across all communities also cared for children (aged under 15 
years). 
The highest rates of disabled people also caring for someone with a disability were at Galiwin’ku (39%) and 
Angurugu (36%). 
78% of people with a disability surveyed across all communities lived in overcrowded conditions. 
Overcrowding was worst at Angurugu (85%), followed by Galiwin’ku (71%), and Ngukurr (63%).43 
55% [59%] of people with a disability surveyed across all communities surveyed lived with someone else 
with a disability. The highest rates were at Galiwin’ku and Angurugu (88% [85%] and 64% [73%], 
respectively). 
 
Disability specific support services accessed by community and service type 
 
Community DIHS/HACC 
(%) 
Day Program 
(%) 
NT DoH A&DP 
(%) 
MJDF (%)44 Mental Health 
service (%) 
Angurugu 71 [82] 50 [55] 50 [55] 36 [45] 0 
Umbakumba 80 Not available 60 40 0 
Milyakburra Not available Not available - - Not available 
Ngukurr 75 Not available 50 33 11 
Urapunga Not available Not available - - Not available 
Galiwin’ku 67 [57] 50 [43] 50 [50] 33 [36] 28 [36] 
All communities 67 [68] 29 [28] 51 [50] 3745 [39] 12 [15] 
Table 2 – Access to Disability specific support services by survey participants (Source: survey data)  
Across all communities 27% [31%] of people surveyed reported that they used one (1) service only. 
Across all communities 29% [22%] of people surveyed reported that they used two (2) services.  
                                               
42 NT DoH A&DP reported that at the time of the surveys, due to staffing shortages, there was no one able to prescribe or distribute 
equipment (the key contact for the community did not have the appropriate qualifications required). 
43 The authors note that this number is likely to have been higher prior to the additional housing stock within each of the communities 
(funded under the Remote Housing National Partnership Agreement (SIHIP). 
44 Note that the MJDF is not funded through government disability program funding 
45 The authors note full disclosure that 37% of all ‘people with disability’ survey participants had MJD and are clients of the MJDF  
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Across all communities 33% [37%] of people surveyed reported that they used three (3) services. 
Across all communities 12% [10%] of people surveyed reported that they do not access any services. 
 
31% of survey participants reported that they did not access HACC/DIHS low level disability services, 
because: 
• No service was available (6%) 
• They didn’t know they were eligible (4%) 
• The service did not meet their needs (it was too expensive or they did not like the food) (6%)  or 
• They did not want to access it (14%). 
 
Those who did not access the day program which was available in Angurugu (n=2) stated the service did 
not meet their needs as they were younger than everyone else.  
 
On Elcho Island, 6 people (33%) identified wanting to attend the day program every day (Monday – Friday); 
however they currently could only attend 1 day per week (due to lack of funding/staffing levels and the 
unavailability of transport). 
Unmet need  
 
In addition to existing services, people with a disability that were surveyed identified wanting the following 
services: 
• Community transport (81%) 
• Washing of clothes (52%) 
• Help at home (45%) 
 
34% of those surveyed did not go to one or more of the following activities because their disability restricted 
them from attending:  
• Banking 
• Shopping 
• Centrelink 
• Ceremony or other cultural events 
• Beach 
• Church 
• Sporting event 
The majority of these people had a mobility restriction and required assistance and/or transport (22%). The 
other 12% reported not wanting to attend because of their disability (majority had an intellectual disability 
or ABI). 
 
There were very limited disability support services for younger people with disability in any of the 
communities.46  
 
Housing modification actions were noted to be very slow, sometimes in excess of 12 months from 
submission of paperwork to completion of works. 
 
Little to no disability accessible community transport was available in any of the communities. The majority 
of disability services did not have a permanently available accessible vehicle47.  Lack of an accessible vehicle 
also limits attendance at any day programs offered across the communities surveyed. 
 
 
  
                                               
63
 One of the reasons the surveys did not capture the younger cohorts – they are essentially ‘hidden’ except to NT DoH A&DP who are 
not based in the communities and only visit for a few days at a time every 4-8 weeks. 
47 Angurugu: the Aged Care service and MJDF had an accessible vehicle; Umbakumba: MJDF is the only service with an accessible 
vehicle; Milyakburra: no accessible vehicle; Galiwin’ku:  vehicles under repair/replacement unavailable for 6 months at time of report  
– only the health centre could provide transport; Ngukurr: no accessible vehicle; Urapunga: no accessible vehicle. 
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3.2 Carers – findings across the communities 
3.2.1  Profile 
General population features – impact of population grow th, chronic disease and Machado 
Joseph Disease 
 
As noted in the section “People with disability – findings across the communities” on page 18, the population 
in these communities is generally very young, with just over half under the age of 25 and projected to age 
even faster over the next few decades( ABS, 2012, Biddle et al, 2013).  The greatest proportional population 
increases are expected in the post-working age and older population (50-65 years for Indigenous 
Australians). This group is expected to significantly increase over the next 20 years (146% for 
Angurugu/Umbakumba; 100% or double for Galiwin’ku/Ngukurr)(FaHCSIA, 2011a,b,d,e) .  This group is 
expected to have high levels of disability secondary to chronic disease.   There is therefore likely to be a 
proportionately heavier burden placed on both informal family carer and funded services in the next ten (10) 
years. 
 
The communities audited as part of this study have a very high prevalence of MJD.  It is estimated that the 
prevalence is 100 times the international prevalence. (See section “MJD prevalence across the communities” 
on page 42 for a snapshot of these prevalences.)  There are also notably high rates of ABI (a range of 8-
23% across communities compared to Australia wide figure of 2.2%) (AIHW, 2007) which are particular to 
these communities. 
 
The high care needs associated with MJD places extreme demands on the informal carer network, with 
people with the severe stage of the disease requiring 24/7 care and requiring two (2) person assistance for 
personal care and transfers. Due to its genetic nature, sometimes a carer has MJD themselves, or may be 
looking after other family members with MJD, or looking after children of parents who have MJD (or who 
have passed away with MJD). 
 
The care needs of people with ABI’s are constant and the carers of this cohort are required to be ‘on call’ 
most of the time in order to respond to the erratic and sometimes explosive (disinhibited) behaviours of this 
group. 
3.2.2  Survey Findings 
 
Across the six communities audited as part of this study, 35 carer surveys were conducted.     
• Three (3) carers filled out more than one form (i.e. provided care for more than one person with 
disability) 
• Two (2) carers surveyed provided care for the same person with disability (both were primary 
carers) 
 
 
Figure 17 – Carer surveys, by gender, all communities 
The number of carers surveyed was lower than expected due to the researchers being unable to access 
carers in Galiwin’ku and Ngukurr due to ‘sorry business’ and weather restrictions. 
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Due to the low number of people surveyed (n<5) in four of the communities (Umbakumba, Milyakburra, 
Ngukurr and Urapunga) those results are only presented in the all communities totals.  Community level 
data is therefore only presented for Angurugu and Galiwin’ku. 
 
Carer Load 
 
Consistent with the section “People with disability – findings across the communities” on page 18, the type 
of disability experienced by the person being cared for is classified according to its nature48 and the severity 
according to the Australian Government standard measures49.  Carers who provided assistance with 2 or 
more core activities50 were considered to be providing a high level of care. 
 
Over a quarter of carers (26%), identified that there was no other family member (or another unpaid carer) 
who could look after the person with a disability if they were sick or needed a break. Of those 26%, two-
thirds were providing 24/7 care and the remaining one-third were providing 12 hour care.  
 
Carers were providing care for people with disabilities categorised as follows: 
 
 
Figure 18 – Carers, by disability type of care recipient, all communities: (Source: Survey data) 
Many (46%) of the carers surveyed as part of this project were providing care at a high level - for more than 
2 core activities.  
66% of the carers surveyed were responsible for assisting with personal care and one other core activity and 
only 6% were responsible for one core activity only. 
Across all six communities, carers were providing care for people with disabilities for very extended periods - 
60% reported that their care responsibility extended 24 hours a day compared to less than 3% for fewer 
than 2 hours a day.   
The highest carer load reported was at Angurugu where 69% of the carers reported providing 24/7 care. 
Carers Circumstances 
 
The median age of surveyed carers was 45.5 years (ages ranged from 17 to 70 with the average age of 41) 
and 86% were female.  
 
Carers were almost always (80%) providing care to multiple people (people with disability and children 
under age of 15 years). Of those, 39% were providing care for 2 or more people with disability and at least 
one child. 
  
                                               
48 physical, chronic disease related, sensory, mental health, intellectual, acquired brain injury 
49 Profound, severe, moderate or mild core activity restriction 
50 Personal care, decision making, mobility assistance, communication 
55% 
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Only 20% of the carers surveyed provided care for only one person.  A further 20% were responsible for 
providing care to 2-3 people, 34% to 4-6 people and 26% were caring for 7-9 people51. 
 
 
Figure 19 – Carers, by number of care recipients, all communities (Source: Carer surveys) 
Carers in the communities surveyed provided care while in difficult circumstances.   
Almost half of the carers (46%) surveyed reported that they had a disability or chronic disease themselves 
and 77% lived in overcrowded housing52 - 49% slept in a bedroom with 4 or more people. 
Access to services 
 
Day program  
34% of people with a disability surveyed who require 24/7 care did not attend a day program. This varied 
significantly across communities, because only two (2) of the communities (Angurugu53 and Galiwin’ku) have 
a day program available.  
 
In the four (4) communities without a day program, there were nine (9) people who required 24/7 care 
(43% of the total number of people surveyed).  
 
Respite (overnight care) 
Only 23% of carers surveyed (8 carers) reported accessing out of community blocks of overnight respite for 
the person they care for. For some, the respite was over 12 months ago. Across all the communities, the 
majority of carers wanted respite (only 9% did not, primarily due to their family responsibilities, including to 
the person with disability). 34% of carers surveyed did not know there are overnight respite services. 11% 
of carers reported that the person with disability did not want them to access overnight respite (either the 
person with a disability is temporarily relocated or the carer). 
 
Community Person with disability 
accessed day program 
(carer has respite) (%) 
 
Overnight respite 
accessed (%) 
Mobile respite 
accessed (%) 
Received Carer 
Payment 
Angurugu 38 31 n.a. 62 
Galiwin’ku 46 23 0 23 
All communities 31 23 0 54 
Table 3 – Respite access (Source: carer surveys) 
At Galiwin’ku – none of the 13 carers surveyed reported knowing there was a mobile respite program 
available to the community. NB This program had not been provided in the past 12 months (cancelled due to 
sorry business) and is scheduled to visit again for three (3) weeks in September 2013. 
 
Other Supports 
Only 54% of carers surveyed received Centrelink Carer Payment. While not all carers were eligible for the 
payment54, 11% who were eligible did not know.  
                                               
51 Over 1 person being cared for included people with disability and children under the age of 15. 
52 
Australian Government standard measure (Canadian National Occupancy Standard for housing appropriateness) 
53 Umbakumba has a limited day program which was not included as a full-scope day program 
26% 
34% 20% 
20% 7-9 PERSONS 4-6 PERSONS 2-3 PERSONS 1 PERSON 
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3.3 Service providers – findings across the communities 
 
The level of access to services is lower in very remote communities compared to other parts of Australia 
(AIHW, 2011b )55.  This section addresses the services that are provided in the six very remote communities 
in this study, and looks at the barriers to services being provided. 
 
 
Figure 20 – Users of disability support services per 1,000 population aged 0-64, by remoteness area 2010-11 (Source: 
AIHW, 2011b)56 
 Survey Participants  
 
There were 15 interviews conducted with service providers who provided services to one or more of the six 
communities. 
 
Service providers and personnel interviewed for this project included: 
• Community based services - government and non-government, aged and disability service 
providers - coordinators or senior staff and regional managers. 
• Out of community services - government and non-government, aged and disability service 
providers - program coordinators, senior staff and managers. 
• Primary Health Care providers - Aboriginal Medical Services (AMS) - clinic managers and medical 
directors57 
3.3.1  Existing Services 
 
All survey participants rated the existing services they provided as inadequate.   
 
Missing or limited services rated (in order of importance from most important) were: 
1. Community based overnight (24/7) or extended care  
• Respite and permanent care options  
• Low and high care capacity 
2. Therapy/rehabilitation services 
• Clinical therapeutic interventions – Physiotherapy, Speech therapy, Occupational therapy 
and specialist services for sensory impairments for the vision and/or hearing impaired. 
• Paediatric specific disability services58  
• Life skills and day programs for young people with disabilities 
                                                                                                                                                            
54
 Only one carer can claim a Carer Payment per person with disability, and one carer cannot claim multiple Payments if they care for 
multiple people with disability (they can only claim Carer Allowance for each additional person they care for). 
55 AIHW Disability Support Services “Services provided under the National Disability Agreement 2010-11” 
56 Note that this data is indicative only because postcode is used to collate the data 
57 NT DoH primary health care service providers did not participate in this study 
58
 Currently partially catered for in some communities by DHF A&DP remote paediatric therapy programs 
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3. Non physical disability care 
• Support and services for people with intellectual disabilities  
• Support and services for people with mental health needs  
• Support and services for people with ABI’s 
• Social and emotional well-being programs for all people with disabilities 
• Life skills programs 
4. Housing Modifications 
• Modifications to ensure safe access and activities within the disabled person’s home59 
5. Transport 
• Disability accessible general access/community transport 
• School based disability transport 
• General community transport (no bus services) 
6. Respite options  
• Off community supported accommodation (especially after the early 2013 Darwin nursing 
home sanctions60) 
• In community National Respite for Carers Program (NRCP) and ‘mobile’ community access 
options 
7. Inadequate scope of care 
• Facilities and staff to adequately perform: 
o All personal care needs 
o Very high level care needs – people requiring two (2) person assistance,  
especially those with Machado Joseph Disease (MJD) 
o Afterhours care  
• Limited Disability In Home Support (DIHS)/ domestic assistance61 
• Limited support for dietary requirements 
• Age appropriate care options – all infrastructure used currently is “aged care” funded 
• Case management and discipline specific assessment is limited to those with high support 
needs  
8. Palliative care 
9. Carer support 
10. Nursing support for daily care of disabled people  
• Stoma  
• Continence  
• PEG  
• Pressure care 
• Wound care 
11. Other health services 
• Nutrition and dietetic services - (modification to meals) 
• Dentistry 
• Prosthetics and orthotics 
• Social work 
                                               
59
 These are routinely scripted and recommended, however the delay to completion is often in excess of 12 months and sometimes 
longer 
60
 In early 2013, 3 or 4 of the nursing homes in Darwin were sanctioned for not complying with standards, and are therefore not able to 
take temporary respite residents.  This is reported to have had a major impact on respite services. 
61 
Laundry services , mobile respite, community access, special meals, shopping banking etc 
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Community Doctor Occupational Therapist Physiotherapist 
Speech 
Pathologist Aged & Disability Services 
HACC/ 
DIHS 
Assistance at 
home (exc. 
Meals on 
Wheels only 
programs) 
Angurugu 
 
On-site, daily and for 
emergencies (via 
Alyangula Health Centre) 
On-site, daily (MJDF) 
FIFO, every 4-6 
weeks (NTG) 
Weekly (MJDF) 
Intermittent (NT DoH 
A&DP) 
 
No 
(patient goes to  
Darwin for 
assessment, 
occasional 
community visit) 
On-site, daily (Shire) – day 
program including personal care, 
CACP, ISP, HACC, DIHS, NRCP. 
Yes No 
Umbakumba 
 
DIDO 1-3 times per week On-site weekly 
(MJDF) FIFO, every 
4-6 weeks (NTG) 
Weekly (MJDF) 
Intermittent (NT DoH 
A&DP) 
 
No 
(patient goes to  
Darwin for 
assessment, 
occasional 
community visit) 
Yes – Meals on Wheels (no 
disability access/ essential 
infrastructure for personal care/ 
limited day program), ISP, HACC, 
DIHS, NRCP 
 
Yes No 
Milyakburra 
 
FIFO 3 times per week 
(require Police/security 
escort). 
 
Frequently in lock down – 
no services provided. 
Intermittent (MJDF) 
Intermittent (A&DP) 
Intermittent (MJDF) 
Intermittent (NT DoH 
A&DP) 
No 
(patient goes to  
Darwin for 
assessment, 
occasional 
community visit) 
No 
 
Lagulalya Aboriginal Corporation 
provides meals weekdays 
No No 
Galiwin’ku On-site daily FIFO (MJDF) – every 
6 weeks 
 
FIFO (NT DoH A&DP) 
– every 6 weeks 
No 
(patient goes to  
Darwin for 
assessment, 
occasional 
community visit) 
On-site, weekdays (Shire) – day 
program including personal care, 
ISP, CACP, HACC/DIHS, EACH, 
EACH-D. 
Yes Yes, laundry 
Ngukurr On-site, 4 days per week FIFO (MJDF) – every 
6 weeks 
 
FIFO (NT DoH A&DP) 
– every 6 weeks 
No 
(patient goes to  
Darwin for 
assessment, 
occasional 
community visit) 
On-site, weekdays (Shire) – meals 
on wheels 
Yes No 
Urapunga Only a nurse on-site 1 day 
per week. For GP consults 
patients must travel to 
Ngukurr. 
FIFO (MJDF) – every 
6 weeks 
More limited in wet 
season 
 
FIFO (NT DoH A&DP) 
– every 6-10 weeks 
More limited in wet 
season  
No 
(patient goes to  
Darwin for 
assessment, 
occasional 
community visit) 
No No No 
Table 4 – Services provided, across all communities (Source: service provider surveys)
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3.3.2  Service Barriers 
 
The top rated barriers to service delivery nominated were: 
1. Funding 
2. Staffing  - recruitment and retention 
3. Service Infrastructure 
4. Staff Accommodation 
 
1. Funding – structure and scope of current situation 
 
All community based service providers noted an inability to comprehensively provide the range of 
services covered by their funding agreements (or service level agreements), or adequately cater to 
the needs of people with disabilities, specifically noting: 
• Disability In Home Support (DIHS) specific funding is generally inadequate to meet actual needs 
- particularly for people with moderate needs, those just outside of the high care Individual 
Service Plan (ISP) range of 25 hours - or those with mental health/intellectual disabilities.  
• Complex and unwieldy activity auditing and accountability processes (particularly DIHS) are 
necessary in order to receive funding, however it reduces the amount of time able to be spent 
actually providing care and training of staff. Less care provided equates to a perception of less 
need which is not accurate.  If the non-Indigenous coordinator/manager is away, paperwork is 
not always completed accurately and may potentially under-report the need. 
• Individual Support Package (ISP) funding for high needs is insufficient to provide for the scope 
of needs experienced - particularly for the severe MJD cohort. The primary issues being the 
need for significant extra time due to slowed motor movement62 and two (2) person assists for 
all personal care. 
• Funding limitations in turn limit staffing, which limits the scope of service offered. 
• Outreach ‘satellite’ communities are unable to be adequately serviced by either primary health 
care or community support services. The costs are prohibitive and therefore services are not 
provided or are extremely rudimentary. 
• Waiting lists or lack thereof are not regarded as indicative of need as there is no systemic and 
regular review and forward planning of needs (particularly for respite). Most services are 
provided on a reactive basis to the highest perceived need. 
• Regionally administered services can result in funding being diverted from one community to 
another community based on perception of the greatest need at management level, rather than 
based on consistent analysis of the actual need. 
• Primary health care providers reported chronic underfunding and the need to support 
afterhours care for aged and disabled people within the community having a negative impact on 
the primary health care program work. 
• The current system is discriminatory - with someone based in an urban setting (Darwin) able to 
access a range of services and those in very remote communities able to access very little as a 
result of funding differences by region. 
 
2. Staffing – recruitment and retention 
 
Community based Aged & Disability Services  
Significant difficulties exist in recruiting and retaining appropriately skilled staff to community based 
positions.  These differed according to the position required. 
 
Non local positions63 
Low levels of education within communities frequently necessitate recruitment of senior and 
management positions from outside the community. Difficulties include: 
• Poor responses to advertised positions. 
• Complex and time consuming ‘internal’ human resources processes.  
                                               
62 
Feeding and showering/dressing.  
63 
Usually requiring Certificate IV in Aged and Disability Care or higher. 
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• Unappealing conditions - isolated locations, staff accommodation shortages, inferior quality 
of staff housing and the requirement to share with other staff acting as disincentives to 
attracting good staff.   
• Cultural comfort requiring client/staff gender matches - with male recruits being more 
difficult to attract.  
• Low pay rates available for positions - regarded as insufficient to sustain adequate quality 
of life in expensive very remote living conditions. 
• Unrealistic expectations of those recruited; an inability to ‘cope’ with the rigours of very 
remote community living, especially extreme weather, alcohol restrictions and isolation, 
leading to high turnover - in turn associated with high relocation, re-recruitment and 
training costs.   
• Management noted the consequent impact on fixed budgets of poor retention - 
constituting limitations to recruitment and the inability to backfill positions. 
 
Local positions64 
The uptake of local positions (mainly care workers) varied significantly between communities. 
Several communities65 had very stable long term employment patterns. Where difficulties were 
noted recruiting to positions, the reasons suggested included:  
• Lengthy internal human resource processes. 
• Harsh working conditions - the requirement to attend to personal care in very hot 
conditions where some buildings are not properly insulated and personal care areas with 
no air conditioning.  
• ‘Humbug’ (frequent demanding contact by family in work time).  
• Fear of blame and ‘payback’ to care workers for the ill-health of clients.  
 
Out of community based services 
These services are provided on a ‘fly in fly out’ (FiFo) / ‘drive in drive out’ (DiDo)66 periodic visit67 
model or are administered remotely68 (from a regional urban centre) usually in collaboration with 
community based service/s.   
 
Out of community service providers noted fluctuating difficulties recruiting to specific positions 
(particularly speech pathology). Data was not made available outside current recruitment to 
positions - which were incomplete69.   
• Retention terms are generally less than 3 years. Providers noted that a 2 year term is 
considered ‘good’. 
• In the case of allied health professionals the inability to provide clinical therapeutic interventions 
(a function of the trans-disciplinary model in place) was nominated as a reason for poor 
retention. 
 
Staff Training 
Limited access to appropriate community based staff training was nominated as an issue for 
retention of both community based and out of community recruits.   
• For non-Indigenous staff, the absence of comprehensive in community training means that the 
need to mentor and provide ‘on the job’ instruction to untrained staff is constant. It significantly 
increases workload and creates dissatisfaction, contributing to poor retention.  
• In the case of Indigenous staff, the lack of appropriate training leads to feelings of failure and 
dissatisfaction, also contributing to poor retention.   
• Lack of appropriate standardised training for manual handling created risks to staff and client 
safety. 
                                               
64 
These positions usually involve on the job training and enrolment in Certificate III Aged/Disability care modules. 
65 
Ngukurr and Galiwin’ku 
66
 NT DoH A&DP Services 
67
 Specialist primary health care services such as: NT Northern Rehabilitation Network, Dental, Mental Health, Ophthalmology, 
Gynaecology 
68
 Respite coordination Services 
69
 Community based service providers commented that frequent changeover of FiFo/DiDo staff (estimated 12 monthly) created 
additional load on community based services in handover/familiarisation and orientation to the specific community case load. Where 
FiFo /DiDo services did not have their own transport, the lack of vehicles was also noted as placing a strain on community based 
resources with local services frequently facilitating access and translation assistance. 
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• Service providers noted perceptions that Indigenous staff members have different (non-
western/medical) views about health70 illustrating the need for training to be matched to the 
participants’ educational levels in order to achieve good client care. 
 
3. Service Infrastructure 
 
Transport 
Transport is generally regarded as one of the most significant issues/barriers for disabled people in 
very remote communities. Following are some of the issues raised by service providers regarding the 
lack of appropriate transport options. 
• Vehicles to provide transport for the care of disabled people are generally not resourced within 
disability specific funded programs - although transport/community access is an expected 
feature of most of the low level care (DIHS)  and high level (ISP) programs. 
• Most transport for disabled people in communities is provided by “aged care” assets. 
• Some communities have to limit the services they can offer as a result of lack of appropriate 
vehicles; this impacts on community access in particular. No out of hours community access is 
available at all in any of the communities surveyed. 
• Very limited access to appropriate modified vehicles for the transport of wheelchair users. 
• Vehicles (when they do exist) are often unavailable due to repairs, other use or are unsuitable. 
• Vehicles (when they do exist) mostly only fit one wheelchair user and are not suited to rough 
terrain. The lack of wheelchair accessible vehicles in communities generally means that if a 
community based service has a vehicle it is often the only transport option for patient travel.  
This necessitates afterhours work and impacts back on the community services personnel and 
budgets. 
• Some communities experience regular interruptions to fuel supplies. 
 
Buildings and Facilities 
The condition and functionality of the buildings used by service providers varied enormously from 
community to community. Generally speaking, all of the buildings were originally constructed or 
taken over as part of aged care programs. Programs have historically been conducted on a dual 
basis, with assets and infrastructure available to both aged and disabled clients. No infrastructure in 
any of the communities has been funded by Government disability programs. 
 
Some buildings are not disability accessible or fit for purpose71 – unlined/non-insulated and non-
compliant with Australian Disability standards.  
• Some newer buildings are not weather proof in wet season monsoonal conditions and have 
required expensive after-fit modifications to enable them to be used year round. 
• Lack of safe wet weather access has resulted in injury to clients72. 
• Assistive equipment (like hoists) is not available in all centres. This significantly limits services 
provided.  
• Where disability accessible transport is available the costs are prohibitive.73  
• Substantial housing shortages exist in regional centres and in every very remote community. 
3.3.3  Institutional Barriers 
 
A range of issues were raised in surveys by service providers that related to limited resources and 
community infrastructure. 
• Heavy workloads and scheduling complexity - for out of community based service providers where 
they are responsible for several communities. 
• Ongoing training and professional development requirements. 
• In the case of FiFo/DiDo services, limited availability of accommodation in communities for visits. 
• Access to transport while in communities.  Not all communities are regarded as safe to access on 
foot (“cheeky” dogs) and extreme weather conditions make this unfeasible much of the time.  
                                               
70 
Dementia as a result of poor diet; a perception that MJD may be contagious 
71 
Umbakumba  
72 
A young Groote Eylandt man was dropped by his carer who slipped in wet weather whilst transferring him at a community facility.  
He hit his face, sustained a serious dental injury and required treatment in Darwin. 
73 
Katherine 
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• In the case of outreach services, the complexity of funding models required to implement very 
remote services, as well as accommodation and transport within communities as above. 
• Funding to provide service delivery at appropriate levels was considered ‘grossly inadequate’ and 
had decreased in the past 12 months74.   
• Travel costs (frequently air travel including private chartering of light aircraft) are very high, leading 
to reduced visits to accommodate budget requirements. 
• Community based services were uniformly unable to backfill positions for leave – as a result of 
budget constraints. 
3.3.4  Referral and assessment of clients 
 
Clients are currently referred to the NT DoH A&DP community key contact and an assessment is conducted 
in order to determine the necessary level of care – DIHS (or HACC for over 50s) or ISP. To date, HACC 
assessments (for people over 50) have been conducted by managers of the Shire operated in community 
aged & disability services. Reports regarding the current client assessment process varied significantly from 
community to community. There was very little consistency in descriptions of the mechanics of the process 
and times taken to assess and process referrals. This appears to be a function of access to the communities 
by the NT DoH A&DP teams and staffing availability. The following are representative comments: 
• The ISP process is very slow – assessments usually happen fairly quickly but there are often long 
waits for the committee to meet - in the meantime the service is receiving less money to perform 
necessary services and the client is receiving suboptimal care. 
• The wait time for assessments to apportion level of care is excessive.  
• Some services reported current issues as a result of previous assessments conducted by unqualified 
staff - apportioning higher or lower than necessary levels of care.  It was noted that there is a lack 
of a standardised approach to assessments which leads to inequity. 
• Case management systems which are currently in place are not optimal as they are largely 
administered off community, meaning there is limited opportunity for crosschecking and ensuring 
information is current. The necessary exchange of information is ineffective and community based 
providers are sometimes excluded or not involved appropriately. 
• Advanced care planning is non-existent. 
3.3.5  Community issues and cultural considerations 
 
‘Sorry business’ and cultural issues (usually as a result of a death in the community) feature strongly as a 
cause of delayed/interrupted service delivery and planning in the very remote context. During these periods 
the services are directed by local leaders to close their facilities and limit their services in order to show 
respect. 
• The time lost to each service provider based in communities is half to one day per week.  
• All services noted that non-Indigenous employees remain at work and ‘skeleton services’ and acute 
primary health services are provided during these periods. This usually constitutes personal care for 
high support needs clients where possible, and meal provision. 
• Theft, break-ins, vandalism and sabotage to vehicles restricts services from time to time. When such 
issues occur there are not reserve (backup) resources to enable the services to continue to operate 
without interruption. 
• Land ownership and community leasing is complex in community settings. Community led indecision 
and fighting can delay capital infrastructure development. 
• Indigenous people favour a collective over an individual decision making process and this often 
necessitates several, layered, multi-party interactions to determine client pathways and decisions -
over a longer period of time than services may be oriented to, or funded to facilitate. 
3.3.6  Interface w ith Medical Services 
 
• Discharge planning problems were reported by every service provider and included issues with: 
o Poor information exchange between regional hospitals and community clinics and aged & 
disability services. 
                                               
74 
Previously Specialist Outreach NT (SONT) funding enabled a team including allied health professionals to visit communities; this now 
only covers specialist Doctors – not allied health professionals. 
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o Lack of timeliness. 
• Inadequate resources in communities and frequent urgent scrambles to assemble the necessary 
equipment and personnel were reported. This impacts negatively on both primary health and 
community services as time and personnel are diverted from core functions.  
• Exchange of medical information is ineffective. There are not adequate processes in place between 
the primary health care providers and the community aged & disability services to ensure that the 
information the community facility requires to ensure optimal client care occurs. 
• Palliative care services are not resourced adequately and primary health care and community service 
providers receive no funding to carry out these tasks; some providers regarded it as a continuation 
of care; all providers noted that training was provided but note there are little to no resources. Of 
significance, any 24/7 community service assistance provided is generally conducted as a function of 
the goodwill of staff. Night call outs for primary health care providers impact on staff fatigue leave 
and consequently for staffing core functions the following day. 
• Gap areas include: 
o provision and distribution of incontinence aids 
o general overwork 
o respite transport – to transport clients to the respite option/facility from some communities. 
3.3.7  Other Issues 
 
• All communities experience frequent power failures and water disruptions. Community based 
services do not have back up facilities (generators/tanks etc). 
• No community providers were familiar with existing brokerage services capable of assisting clients to 
navigate disability support services in an NDIS model.   
o The only community based organisation nominated was the MJD Foundation - which has a 
restricted ambit. 
o Concern was expressed about opportunistic providers moving in and the need for 
supervision and monitoring of these services. 
• Mobile therapy programs were generally regarded negatively as: 
o ‘Band-aids’ that do not meet needs appropriately, ‘there needs to be concerted coordinated 
delivery of in-community services’. 
o Likely to be patchy in their uptake as relationships are important to participation.  
o Ideal for patients who require intensive specialised programs developed in Darwin utilising 
the expertise of the rehabilitation team -with these implemented in community. 
o Described as “‘seagull’ programs – like the intervention”. 
• Mobile respite programs 
o Expensive, but flexible and able to be culturally appropriate. To be genuinely effective 
requires significantly increased funding. 
• Progress and client well-being is difficult to assess in this context because appropriate outcome 
measures do not exist.  Outcome measures need to be developed that are culturally appropriate and 
specified by the Indigenous communities, at the moment the available outcome measures are 
Eurocentric and inappropriate to the needs of Indigenous Australians. 
• Current service evaluation and funding models are not inclusive of the desires and needs of 
Indigenous Australians. 
• There is a general failure of bureaucracy and services to understand the complexity of disability in 
the Indigenous context. 
• Tele-health is a problematic and potentially inappropriate method for delivering services to remote 
and very remote communities as they do not provide the opportunity to understand the community 
context and build rapport. 
• Current funding models are too short term and not reflective of changing community needs. 
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3.3.8  The Future 
 
Expansion of capacity to provide the full range of disability services that is appropriate to the wellbeing of 
people with disabilities in remote and very remote communities will be dependent on appropriate 
infrastructure and associated funding being in place or provided concurrently with service planning and 
delivery.  
 
All participants noted the urgent and compelling need to improve the scope and range of services in their 
communities. Existing service providers uniformly noted the lack of capacity to provide much more than low 
level attendant care and the need for significant augmentation of funding and the development of 
appropriate infrastructure across the communities before this was feasible.   
 
Details of the potential scope of services necessary are included in the individual community sections of this 
report. 
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3.4 MJD prevalence across the communities 
 
The communities audited as part of this study have a very high prevalence of Machado Joseph Disease 
(MJD).  It is estimated that the prevalence is approximately 100 times the international prevalence (MJDF, 
2012).  
 
Medical Geneticist, Associate Professor John MacMillan, has estimated in the next generation up to 5% of 
people in some very remote Indigenous communities having MJD. Each of the groupings of remote 
communities selected for this project have high rates of MJD and between 77-158 people who are alive 
today and are ‘at risk75’ of having MJD. 
 
The MJDF has a comprehensive understanding of all community members in families affected by MJD and 
categorises people into: 
• MJD (mild, moderate, severe) – people diagnosed either through a molecular blood test or through a 
neurological assessment (SARA rating76) combined with being ‘at risk’. 
• Monitored – which means they have either self reported to the MJDF or had family members raise 
concerns with the MJDF, yet they have no neurological assessment giving them a SARA rating and no 
molecular blood test.  
• At risk of having MJD – which means they have a parent, grandparent or great-grandparent with 
MJD. 
 
A further category of person is those who have a presymptomatic diagnosis of MJD (i.e. Molecular test 
before onset of symptoms).  These cases are very rare in the NT (e.g. Groote Eylandt = 1) because of the 
lack of a clinical genetic counselling service and psychological support services for doing predictive testing. 
In partnership with Medical Geneticist Associate Professor John MacMillan, there are several assumptions 
that have been defined in order to: 
a. Calculate the number of people alive today and known to be ‘at risk’, that were in fact born with the 
faulty MJD gene, meaning that at some point in the future they will become symptomatic and 
eventually wheelchair bound with severe core activity limitations. 
b. Estimate the potential ‘age at onset’ (AAO) and estimate how quickly an individual might progress 
through the stages of the disease, given factors such as what generation the individual is in, and 
what age their parent was when becoming symptomatic77.   
 
The assumption that has been made in the current 2013 figures is: 
• Where an individual is categorised as “monitored”, a 20% error rate has been assumed.  i.e. only 
80% of those people are included in calculations as having MJD. 
 
Assumptions that have been made when projecting 5 and 10 years into the future for people alive today in 
the communities are: 
• If an individual is ‘at risk’ and has a parent with MJD, they have a 50% risk of having the disease. 
• If an individual is ‘at risk’ has a parent ‘at risk’ of having MJD and a grandparent with MJD, then their 
risk drops to 25%. 
• If an individual has a parent ‘at risk’ of having MJD and a grandparent ‘at risk’ of having MJD, and a 
grandparent with MJD, then their risk drops to 12.5%. 
 
Anticipation effect – the MJDF can analyse the data from the current and last several generations of people 
and is able to demonstrate that an ‘anticipation effect’ as described in the literature is operating in these 
communities.  While it is believed that the current youngest generation is also following the ‘anticipation 
effect’ pattern with ‘age at onset’ being approximately eight to 10 years younger than their parent, the 
current number of cases are too low to be scientifically conclusive78  (n=3 across the six communities in this 
                                               
75 At risk of having MJD means they have a parent, grandparent or great-grandparent with MJD. 
76 
SARA - Scale for the Assessment and Rating of Ataxia 
77 Literature reports AAO calculations for MJD also factoring CAG length, information in this population is insufficient for this calculation 
at present. 
78
 All became symptomatic more than 12 years younger than their parents but may be ‘outlier’ cases. 
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report). The projected figures (+5 years and +10 years) of people alive today, their ‘age at onset’ and their 
rate of progression through the disease are therefore based on a small data sample. 
 
As work progresses with Associate Professor John MacMillan (along with a prospective partnership) with 
CDU’s Northern Institute around population analysis, and as the MJDF continues to work with families to 
conduct neurological assessments and molecular blood tests, and as those people alive today in the younger 
generations move into the mild stage (giving us more data to demonstrate the anticipation effect seen in the 
research), the data will continue to increase in accuracy. 
 
The following graph shows the 2013 MJD prevalence figures for those people that have MJD in the mild, 
moderate and severe stage, along with those people being monitored by the MJDF (included at an 80% 
rate).  The data is broken down across the six communities grouped into Groote Eylandt (Angurugu, 
Umbakumba, Milyakburra), Elcho Island (Galiwin’ku) and Ngukurr (including Urapunga). 
 
 
Figure 21 – 2013 MJD prevalence, all communities (Source: MJDF) 
The following graph shows the 2013 MJD prevalence figures for those people who are ‘at risk’ of having 
MJD, along with those people estimated to have the faulty MJD gene based on the above ‘at risk’ 
assumptions (note that the ‘estimated to have MJD’ also includes those already in the mild, moderate or 
severe stage) . 
 
Figure 22 – 2013 MJD ‘at risk’ analysis, all communities (Source: MJDF) 
 
The following graph shows the 2013 MJD percentage of population figures79  for those people who are 
currently symptomatic with MJD (including monitored, mild, moderate and severe), along with all people 
estimated to have the faulty MJD gene based on the above ‘at risk’ assumptions.  
 
                                               
79 Population figures are based on Census 2011 Indigenous population 
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Figure 23 – 2013 MJD prevalence per population, all communities (Source: MJDF) 
It is important to note that the MJDF categorises an individual as being from a community, even if that 
individual has relocated to an urban centre or to another remote community80.  There are two (2) categories 
of people that may be living in an urban centre (in this case Darwin). 
a. Relocation to urban due to moving into residential care  
b. Relocation to urban or other community by choice  
 
The NT DoH A&DP data for Groote, Ngukurr and Elcho Island generally does not include people as per 
above that have moved away either by going into residential care or relocation by choice.  Generally, there 
is some difficulty in tracking those people who move between communities and they may (or may not) 
access services in each location. 
 
The NT DoH A&DP data also generally excludes those classified by the MJDF as ‘monitored’ people and ‘mild’ 
stage people as these people have not yet been referred to the A&DP nor meet their criteria for service (by 
having a profound or severe core activity restriction).   
 
A comparison of the numbers is as follows: 
 
 MJDF-mild MJDF-moderate MJDF-severe 
 NT DoH A&DP-mild NT DoH A&DP-moderate NT DoH A&DP-severe 
 Comment Comment Comment 
Groote  
  
4 6 4 
2 5 3 
2 mild MJDF living Darwin and 
other community 
1 moderate MJDF living Darwin 1 severe MJDF client living Darwin  
Elcho 
 
8 2 2 
2 2 0 
6 mild MJDF not referred to NT 
DoH A&DP or living in Darwin or 
other communities81 
 2 severe MJDF clients over 6582 
Ngukurr 1 2 2 
2 1 1 
1 mild NT DoH A&DP client 
classified by MJDF as moderate 
 1 severe MJDF client over 65 
Table 5 – Comparison of NT DoH A&DP and MJDF – MJD figures 
  
                                               
80 These relocations may or may not be permanent and are often as a result of paucity of supports in the home community 
81 May be receiving services from the Darwin based Community Allied Health Team (CAHT) or similar. 
82 Over 65 therefore not included in A&DP data as deemed ineligible for NDIS, however the MJDF does include these clients as their 
disability manifested well before their 65th birthday. This raises an NDIS transition issue as these clients would have been referred to 
NDIS many years ago with their disability had NDIS already been in place. 
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Groote Eylandt Elcho Island Ngukurr 
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3.5 Funding 
3.5.1  Building/ Infrastructure/ Equipment 
 
No disability infrastructure in any of the six communities has been funded by Government disability 
programs. Funding was through Aged Care funding, or other non-Government sources83. 
3.5.2  Operational Costs for EASC managed Aged & Disability Service Centres 
 
Whilst the data collected from service providers on funding was limited, the EASC provided their funding 
breakdown across the aged & disability services they operate in Angurugu, Umbakumba and Galiwin’ku. 
 
The key observation made was that the funding received from DoHA for Aged Care service provision was 
significantly more across the communities (>80%) than funding received for “disability” service provision 
from NT DoH. This is despite their client breakdown across “Frail Aged” (i.e. those defined as requiring 
services due to the normal process of ageing) versus “Disability” as per the definition on page 10 being: 
Angurugu with the highest frail aged proportion of clients (40% frail aged, 60% with disability) and 
Galiwin’ku with the lowest (33% frail aged, 67% with disability). 
It is noted that some of this difference is due to the current process defining all Indigenous Australians over 
aged 50 as being eligible for Aged Care funding. 
 
 
Figure 24 – EASC Aged & Disability Services funding sources, Aged Care vs. Disability funding (Source: EASC) 
 
Figure 25 – EASC/RGSC clients, frail aged vs. disabled, all communities (Source: Shire EASC/RGSC) 
                                               
83 There are examples of government funded equipment (eg. the pool hoist at Alyangula pool funded via FaHCSIA Intervention program 
through the MJDF), however it is not via disability funding programs. 
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3.5.3  Aged 50 or aged 65 
 
Of further note is the current processes followed by service providers in these communities with clear age 
delineation for Indigenous Australians of: 
• < 50 years old – Disability funding  
• > 50 years old – Aged funding (DoHA) 
 
With the imminent design and implementation of DCA under the NDIS Act 2013 (section 22.1.a), the age 
eligibility criteria is under 65 and is no different for Indigenous and non-Indigenous Australians84. 
 
Across all communities, 36% of Shire operated aged & disability services clients defined to have a disability 
were aged between 50 and 65. 
 
 
Figure 26 – Shire EASC/RGSC clients, frail aged vs. disabled, by age (Source: Shire EASC/RGSC) 
In theory this could mean that an Indigenous Australian aged between 50 and 65 living with a disability 
could be eligible for ‘both’ DisabilityCare Australia and Aged Care funding/services. Under the DisabilityCare 
legislation, upon a person’s 65th birthday, they can choose to stay in the DisabilityCare system, or choose to 
move into the regular Aged Care system. A concern for both people with a disability and the service provider 
is the equality of care (i.e. a person centred approach). A hypothetical issue which may arise is, while a local 
aged & disability service may receive more funding if the person is under the Aged Care system, the person 
with disability may actually receive more services and support they ‘desire’ by staying in DisabilityCare. In 
very remote Indigenous communities, as confirmed by our survey results, few people knew about all the 
services available and often relied on service providers to advocate for them. 
                                               
84 Disability may be incurred prior to the age of 65. 
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3.6 Community facilities – accessibility  
 
Accessibility of community wide facilities was noted across all six communities to be poor. 
The following table shows an audit of Angurugu community facilities85. 
 Facility - Angurugu Building accessibility e.g. ramp Accessible toilet 
Wide doors, grab rails, ramp to entrance. 
Wheelchair accessible transport 
EASC Angurugu Aged & Disability Service facility    
EASC offices (incl. Post Office, Territory Housing office)    
Centrelink office  Heavy door   
EASC sports oval  n/a n/a 
GEAT Building / Cyclone Shelter  Heavy door  n/a 
Basketball court   n/a 
Public library    
Angurugu Women’s centre    
Outback Community store   n/a 
EASC Recreation centre   n/a 
Police Station    
Women’s Safe House    
NTG Health clinic    
School complex    
FaHCSIA / GEC housing/office   n/a 
Church  n/a n/a 
Angurugu Cemetery  n/a n/a 
Airport    (aircraft Lift) 
Chinese food store   n/a 
GEMYDU Music room   n/a 
Linguistics office   n/a 
GEBIE Job Shop   n/a 
Market garden   n/a 
GEBIE Civil Construction office    
Pre-School  ?  
MJD Foundation n/a n/a  
 
  Full access into facility – full compliance with Australian Standards. If person is independent in wheelchair they can access facility with no assistance (e.g. no step/ uneven surface) 
    Moderate access into facility – a small step or small area of uneven surface which can be navigated with assistance from one other person. 
   Minimal access into facility – steps/curbs or large areas of uneven surface which cannot always be navigated with one person assisting.  
 No access – stairs or door way inaccessible or no appropriate road to the facility or cannot be accessed all year round (e.g. during wet season).  
                                               
85 A full audit was performed on Angurugu only, due to project time constraints. It is the opinion of the researchers that Angurugu’s accessibility is higher than the other five (5) communities in this study 
(due to the Anindilyakwa Land Council’s efforts, and the presence of BHP Billiton with funding provided back into the community often through sponsorship of the MJDF).  
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• 835 people – 794 Indigenous (95% Indigenous) 
o Median age was 21 years  
o 36% of the Indigenous population was aged under 15 years 
o 55% of the Indigenous population was aged under 25 years 
• Median personal weekly income was $293 and median household weekly income was $1,172 
• 87% of those aged over 15 years have an educational status of Year 10 or less 
o 47% had Year 8 or below 
• 120 Indigenous households 
o 48 were multiple family households 
• Average household size was 5.5 persons 
o 68% of households were overcrowded 
 
• 459 people - 430 Indigenous people (94% Indigenous) 
o Median age 23 
o 30% of the Indigenous population was aged under 15 years 
o 51% of the Indigenous population was aged under 25 years 
• 72% of those aged over 15 years have an educational status of Year 10 or less 
o 7% was Year 8 or below 
• Median personal weekly income was $266 and median household weekly income was $1,328 
• 69 Indigenous households 
o 39 were multiple family households 
• Average household size was 5.7 persons 
o 62% of households were overcrowded 
       
 
 
4 Angurugu, Umbakumba, 
Milyakburra 
 
Angurugu is the largest of the three Indigenous communities 
in the Groote Eylandt archipelago.  The community was 
established in the mid 1940’s by the Anglican Church 
Missionary Society.   
 
It is home to the Wanindiliyaka people who speak 
Anindilyakwa. People in this community are closely related to 
those in the other Groote Eylandt communities and also to 
people at Numbulwar on the mainland. 
 
Umbakumba community was established in 1938 as a base 
for trepanging86 and as a service point for Qantas flying boats. During World War II it was a service point for 
the Royal Australian Air Force flying boat base. After the war, the Church Missionary Society ran 
Umbakumba as a mission until 1966, when it was taken over by the Australian Government.  
 
Milyakburra community was established in 1975 as a family outstation for people of the Groote Eylandt 
region.   It is located on the eastern side of South Bay, beside Bickerton Island Airport.   
  
                                               
86 Trepanging is the Anglicisation of the act of collection or harvesting of sea cucumbers, known in Indonesia and Northern Australia 
as "trepang".  
Figure 27 – Angurugu, Umbakumba, Milyakburra 
location 
Figure 29 – Angurugu Census 2011 summary 
Figure 28 – Umbakumba Census 2011 summary 
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• 174 people - 157 Indigenous people (90% Indigenous) 
o Median age 34 
o 24% of the Indigenous population was aged under 15 years 
o 41% of the Indigenous population was aged under 25 years 
• 90% of those aged over 15 years have an educational status of Year 10 or less 
o 14% was Year 8 or below 
• Median personal weekly income was $264 and median household weekly income was $1,125 
• 29 Indigenous households 
o 9 were multiple family households 
• Average household size was 4.9 persons 
o 18% of households were overcrowded 
 
 
  
Figure 30 – Milyakburra Census 2011 summary 
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4.1 People with disability in the Groote Region 
 
Across the Groote region (Angurugu, Umbakumba and Milyakburra), there are a range of disability types and 
level of need. The 2011 Census shows that across the population (4% or 35 people in Angurugu; 4% or 18 
people in Umbakumba; 8% or 12 people in Milyakburra) self reported to have a severe or profound core 
activity restriction.  
Groote Region - Disability profile, by disability type87 
 
Source Total 
No. of 
people 
 Physical 
 
% 
Intellectual 
 
% 
Chronic 
Disease 
related 
% 
Mental 
Health 
% 
Sensory 
 
% 
ABI 
 
% 
Census 2011 65        
NT DoH A&DP 22  77 23 9 5 9 9 
Shire EASC 33  45 1 40 6 6 9 
Survey data 21  67 29 24 10 38 24 
Range 21-65        
Table 6 – Groote region disability profile, by disability type (Source: multiple) 
4.1.1  Angurugu Disability Profile  
 
At Angurugu, there are a range of disability types and level of need. The 2011 Census showed that 4% (35 
people) of the Angurugu population had a severe or profound core activity restriction.  
 
In Angurugu, 50% [45%] of people surveyed had more than one disability and/or chronic diseases, 
highlighting the complex care needs and additional support required. 
Angurugu - Level of care needs, and assistance support 88 
 
Activity Did not require 
assistance (%) 
Needed assistance and 
always had assistance 
(includes care services) 
(%) 
Needed assistance but 
didn’t always have 
someone to assist (%) 
Showering/ Toileting 50 [45] 50 [55] 0 
Food preparation 21 79 0 
Mobility 50 [45] 50 [55] 0 
Communication 50 50 0 
Decision making 64 36 0 
Table 7 – Angurugu level of care need: Source (survey data) 
Angurugu - Understanding w estern health concepts 
 
A relatively low proportion of people with disability in Angurugu did not know the name of their disability 
(14%) and what caused their disability (29%) when compared to the other communities surveyed (31% and 
41% across the other 5 communities respectively). This remains the case even after accounting for the 
higher numbers of MJD clients - who have been exposed to an ongoing education program about their 
disability. It is probable that the longer term nature of exposure to services in this community has also 
improved the knowledge of clients. Angurugu is the community that in recent times has had the most stable 
service provider history.89 
                                               
87 The total %s do not add to 100% as a person may have multiple disabilities, or their one disability may be coded under more than 
one type. 
88 Includes all assistance required, therefore, one person may be categorised in all categories 
89 
The last 2 Aged and Disability Service managers lived in the community for 40+ and 5 years respectively and the Angurugu Health 
Clinic manager has been in the position for over 11 years.
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Angurugu - Carer responsibilities and home environment 
 
Those people with a disability surveyed in Angurugu had high rates of caring responsibilities: for others with 
disability (29%) and caring for children aged less than 15 years (36%).  
 
There were also high rates of overcrowding within their households (85%). 31% slept in an overcrowded 
room, and 23% slept in a room with more than 4 people. Angurugu also had high rate of households with 
more than one person with a disability or chronic disease within the household (64%). 
 
It is likely that MJD contributes to the disability carer load. The condition is of very long duration90 and 
progresses from normal function to profound core activity restrictions. Therefore a person with MJD in the 
mild or moderate stage may also be a carer (due to its genetic nature). Care may be being provided to 
others in the family with the same or another disability and/or children, and may occur simultaneously for 
several years.  
 
These responsibilities and the lack of appropriate living conditions place additional stress on people with 
disability in Angurugu. 
Angurugu - Level of service support  
 
The very low level of unmet ‘core’ need that the surveys revealed is reflective of the high proportion of care 
provided to people with a disability at Angurugu compared with other communities. The Angurugu Aged & 
Disability Service91 run by the East Arnhem Shire Council (EASC) operates from an 11 bed DoHA ‘Flexible 
Aged Care’ funded residential facility.  
 
The Angurugu Aged & Disability Service facility has full disability access, including 7 accessible wet areas. A 
meal service, personal care and day program is provided to eligible clients. The facility is fully staffed and 
provides some level of personal care assistance 7 days a week.    
 
Other service providers are the NT DoH A&DP and the MJDF. Anglicare East Arnhem Respite Service 
(Anglicare EA) provides out of community carer respite92. 43% of those surveyed at Angurugu accessed 
support from three or more services (compared to 33% across all communities). 
 
Surveys revealed that although basic ‘core’ needs were being met, the quality of life for many people with 
disability was not high and there were numerous support services missing. In particular 100% of people 
noted they required additional transport and 36% required laundry assistance. Other needs noted included 
mental health support services, in-community overnight respite and carer support. 
 
Of the 14 people with disability surveyed: 
• 71% received Meals on Wheels 
• 50% attended the Angurugu Aged & Disability Service Day Program 
• 50% received equipment or support from NT DoH A&DP 
• 36% received services, support and equipment from MJDF, and 
• None received mental health support. 
 
12% of people surveyed reported not using any service. Reasons included: didn’t think were eligible for any 
services (n=1), no service met their needs (n=1) and no services were required (n=1). 
 
                                               
90 
Mean life expectancy after onset of symptoms is 20 years  
91 Mungkadinamanja  
92 To meet local requirements although the carer is the recipient of the respite it is the client who often attends a residential respite 
facility in Gove (Nhulunbuy) or Darwin 
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Figure 31 – Angurugu disability services provided to clients (Source: EASC) 
4.1.2  Angurugu - Unmet needs  
 
• Community based overnight respite and permanent residential care options 
 
Angurugu had the highest proportion of physical disabilities of people surveyed (64%) of the six 
communities in this study, the highest proportion of people with MJD and high numbers of people with 
disability who were also carers. Homes are overcrowded and there is acknowledgment that at the 
severe stage of MJD people require two (2) person assistance for transfers and personal care and this is 
not always possible within the person’s home. 
 
Survey participants were also aware of recent relocations of family and friends to permanent residential 
care in Darwin.  This is noted as a source of anxiety for many people with disability and their family in 
the community who would prefer to remain close to family at Angurugu. 
 
• Transport 
 
Transport was a significant unmet need in Angurugu. All survey participants (100%) said that they 
needed additional transport to go shopping, banking or attend services and/or cultural events. 38% of 
participants said the main barrier to attending cultural activities, which are vital to promoting social 
inclusion, was assistance getting to them, including transportation.  
 
•  Mental health 
 
Survey participants were not aware of mental health services for people with disabilities93. Compared to 
communities such as Galiwin’ku, Angurugu had a relatively low proportion of people with a current (or 
former) mental health illness reflected in survey results (which was the main factor leading to their 
current disability e.g. ABI from petrol sniffing) accessing services94. 
 
In Angurugu, 21% of the survey participants (n=3) were not receiving care they should be eligible for. 
All had fallen outside an assessment and referral pathway.  
                                               
93 There is a NT DoH Mental Health service which runs out of Nhulunbuy.  This service was not surveyed as part of this study. 
94 It is noted that the Shire operated Aged and Disability Services prefer not to accept referrals, therefore the numbers of people with a 
disability due to Mental Health may not have been reflected in the Shire Aged and Disability Services datasets for this study. 
0% 10% 20% 
30% 40% 50% 
60% 70% 80% 
90% 
Angurugu, Umbakumba, Milyakburra 
53 
 
 
 
• Home environment 
 
Survey participants raised numerous issues. These 
included: 
o Home modifications - 21% of those surveyed had 
been waiting for at least one modification. This 
was the lowest of the communities surveyed. 
o Home Basics - 7% of people did not have a 
washing machine and 21% did not have hot 
water. 
o Adaptive equipment - 43% reported that they 
needed at least one piece of disability 
equipment95 that they did not have. 14% did not 
know who to ask for disability equipment.   
 
 
 
 
4.1.3  Umbakumba Disability profile  
 
At Umbakumba, there are a range of disability types and level of need. The 2011 Census showed that 4% 
(18 people) of the Umbakumba population had a severe or profound core activity restriction.  
 
In Umbakumba, 40% of people surveyed (n=5) had more than one disability and/or chronic disease, 
highlighting the complex care needs and additional support required. 
Umbakumba - Level of care needs and assistance support 96 
 
Activity Did not require 
assistance (%) 
Needed assistance and 
always had assistance 
(includes care services) 
(%) 
Needed assistance but 
didn’t always have 
someone to assist (%) 
Showering/ Toileting 100 0 0 
Food preparation 20 80 0 
Mobility 60 40 0 
Communication 80 20 0 
Decision making 80 20 0 
Table 8 – Umbakumba, level of care needs and assistance support (Source: survey data) 
Umbakumba - Understanding w estern health concepts 
 
At Umbakumba 20% of those surveyed did not know the name of their disability and everyone surveyed 
knew the cause of their disability.    
Umbakumba - Carer responsibilities and home environment 
 
People with a disability surveyed in Umbakumba had high rates of caring responsibilities: for others with 
disability (40%) and caring for children, aged less than 15 years (40%). No-one surveyed lived in an 
overcrowded home or with another person with a disability.  
 
A number of people at Umbakumba have MJD, and typically where this disease is present the rates of caring 
by people who are disabled themselves can be expected to rise.   
                                               
95 The researchers have referred to this as ‘disability equipment’ to reflect the NT DoH Disability Equipment Program (DEP) terminology. 
96 Includes all assistance required, therefore, one person may be categorised in all categories 
 
A woman living in Angurugu with moderate stage 
MJD (uses a walking aid) has been allocated new 
housing under the Federal Government SIHIP 
program.  Her house has no sealed driveway, and 
in the wet season, the entrance to her home is 
inaccessible because it is under water and mud.  
She cannot enter or exit her house on foot as she 
uses a walking stick or 4 wheel walker for 
mobility.  She has fallen and hurt herself twice. 
Service providers also have difficulty accessing 
the home for transport assistance or delivering 
Meals on Wheels during wet weather. 
The SIHIP contractor (Territory Alliance) was not 
contracted to build driveways.  The house has 
now been handed over to Territory Housing.  
Territory Housing do not have budget for 
driveways.  Nor do the Shire (EASC). 
The MJDF has advocated for this need within the 
community and the driveway works are being 
completed by GEBIE Civil & Construction (part of 
the business arm of the Anindilyakwa Land 
Council). 
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In Umbakumba’s case however, those living with MJD have moved here, their family sizes are small and 
there are therefore low numbers of children ‘at risk’ in the community.  An expanded cohort of people with 
high MJD support needs at Umbakumba is considered a low risk.  
4.1.4  Umbakumba - Level of service support 
 
No one surveyed at Umbakumba who needed assistance for personal care tasks was not able to get that 
assistance. No person with a disability reported not being able to get the help they needed for food 
preparation. Nor did any survey participants report needing assistance to mobilise and not being able to get 
that assistance. 
 
80% of those surveyed identified needing transport, 60% needed assistance with laundry and 50% needed 
help at home. 
 
There are high levels of core needs satisfaction in the people surveyed at Umbakumba.  However, the 
sample size was small (n=5) and therefore it is also necessary to consider the perspectives of the service 
providers. 
 
The Umbakumba Aged & Disability Service operates from an inappropriate and inaccessible building with one 
inaccessible wet area97.  The service provider reports being unable to provide all elements of the day 
program, personal care, or community transport that the community requires.    
 
Funding, lack of service infrastructure and appropriate adaptive equipment were all rated as barriers to 
appropriate service delivery at Umbakumba, followed by concerns about the quality of staff accommodation. 
 
Additional care activities nominated as being required at Umbakumba include increased day program98, 
personal care and social activities. 
 
Of the 5 people surveyed: 
• 80% received Meals on Wheels 
• None attended an Umbakumba Aged & Disability Service day program 
• 60% received equipment or support from NT DoH A&DP 
• 40% received services, support and equipment from MJDF, and 
• None received mental health support. 
 
One (1) person reported not using a service they were eligible for (HACC) because they felt that they did not 
need the service. 
 
                                               
97 There are stairs to the wet area and the building section is not insulated 
98 Currently the Umbakumba Aged and Disability Service only provides a day program 1-2 days per week. 
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Figure 32 – Umbakumba disability services to Shire clients (Source: EASC) 
 
4.1.5  Umbakumba - Unmet needs  
 
• Enhanced aged & disability services - especially personal care, a full day program, social activities and 
community transport. 
 
The EASC community service provider and the NT DoH A&DP all noted that the Umbakumba Aged & 
Disability Service is currently only able to cater for those with low care needs and a broader range of 
services is required. 60% of those surveyed would like assistance with laundry and 50% help at home. 
 
• Transport 
 
Transport was a significant unmet need at Umbakumba. 80% of participants said that they wanted 
transport to go shopping, banking or attending services and/or cultural events. 40% said that they did 
not always have transport to meet these needs.  
 
• Home environment 
 
Survey participants raised numerous issues.  These included: 
o Home modifications – 40% of those surveyed were waiting for at least one modification.  
o Adaptive Equipment – 20% of the people with disability surveyed at Umbakumba reported that 
they needed two pieces of disability equipment which they did not have. All knew who to ask for 
this equipment. 
4.1.6  Milyakburra Disabil ity profile  
M ilyakburra level of care needs, and assistance support  
 
Due to the low numbers of surveys conducted at Milyakburra and NT DoH A&DP data being provided on a 
Groote Eylandt regional level, it was not possible to clearly define the care needs for people with disability at 
Milyakburra, or for their carers.  EASC does not currently provide any aged and disability services to this 
community.    
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Survey data was too small (n=3) to make any informed comment on the level of understanding of western 
health concepts, carer responsibilities or home environment. There is one person with MJD living in the 
community and currently no children at risk. 
M ilyakburra level of Service Support 
 
People at Milyakburra who require community based support services have not historically been able to 
access anything.  There has been intermittent provision of meals from the EASC Shire operated Angurugu 
Aged & Disability Service99 in past years.  Day programs, meal provision, laundry assistance and community 
transport have not been available to this community. 
 
Primary health care services are funded by the NT DoH to provide: 
• Doctor (FiFo) visits 1 day per week 
• Nurses (2) (FiFo) visit 2 days per week (one of those days with the Doctor) 
• Senior Aboriginal Health Worker (AHW) is on site full time.   
 
A recent history of disruption in the community has occasioned these services to be provided accompanied 
by a police and/or security escorts and for extended periods there was no service provision (‘lock down’). At 
the time of this study, Milyakburra was not receiving any services as they were in ‘lock down’. 
 
At the time of writing, the local Indigenous organisation Lagulalya Aboriginal Corporation had negotiated the 
use of a building and fitted it out to enable a small meals program.  This service is operated by local women 
paid by the organisation (currently meal recipients do not co-contribute to the costs of the meals). The 
service did not want to become a HACC service provider due to the complexity it would add, including the 
paper work burden. 
  
                                               
99 The Angurugu Shire operated Aged & Disability Service is called the Mungkadinamanja Centre. 
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Groote Region MJD profile and predictions  
 
Groote Eylandt is the first location in the NT to confirm the existence of MJD, which up until 1996 was 
known as “Groote Eylandt Syndrome”.   
 
The data in this section includes Angurugu, Umbakumba, Milyakburra and Groote Eylandters living in 
Darwin. 
 
There are four (4) people with the severe stage of MJD; six (6) people with moderate MJD; four (4) people 
with mild MJD; and 10 people being ‘monitored’ (which at 80% accuracy is included in figures as eight (8) 
people). 
 
There are 116 people alive today ‘at risk’ of having MJD, and these people have a 50% chance of having 
MJD if they have a parent with MJD, a 25% chance of having MJD if they have a parent ‘at risk’, and a 
12.5% if they have a grandparent ‘at risk’. 
 
All monitored, mild, moderate and severe clients receive services from the MJDF. Of the four (4) people with 
severe MJD, one (1) lives in permanent residential care in Darwin. The other three (3) receive services from 
the Angurugu Aged & Disability Service (operated by the EASC). 
 
 Total Live in 
Darwin 
Receive MJDF 
100services 
Receive EASC 
services 
Receive NT DoH A&DP 
services in community 
Severe 4 1 4 3 3 
Moderate 6 1 6 3 5 
Mild 4 1 4 0 2 
Monitored 8 0 8 0 0 
Table 9 – People with MJD, Groote Region (Source: MJDF) 
The graph below shows the current Groote Eylandt 2013 breakdown of mild (including monitored 
individuals), moderate and severe individuals with MJD, along with the projected figures for 2018 (+5 years) 
and 2023 (+10 years). It is estimated that the number of symptomatic people will almost double in 10 years.  
Those with moderate and severe stages of the disease (and experiencing severe to profound core activity 
restrictions) is estimated to almost triple in 10 years time, putting additional strain on the health and 
community services of Groote Eylandt. 
 
 
Figure 33 – Groote Eylandt current and projected individuals with MJD (Source: MJDF) 
                                               
100 MJDF services are not funded through government disability program funding 
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4.2 Informal carers in the Groote Region 
4.2.1  Angurugu Carer profile  
 
In Angurugu, the 2011 Census identified 82 people (16%) as carers for a person with a disability (including 
those providing care for a person with a long term illness or problems relating to old age). On the ground, 
researchers were interested in those who were the primary carer of a person/s with a non-aged related 
disability, and therefore could not confirm this high number and/or provide comparable data. In Angurugu, 
13 carers were surveyed, ages ranging from 39 years to 53 years (median 48 years). Similar to the broader 
Indigenous and non-Indigenous population, the vast majority of carers were women (77%). 
 
In Angurugu, there was a high level of care provided – 69% of those surveyed reported providing 24/7 care.  
 
The profile of carers in Angurugu shows high rates of pressure placed on the carer: 
 
Profile % Angurugu % All communities  
Who have a disability or chronic disease 46% 46% 
Care for more than one person with disability 31% 39% 
Who care for children 77% 80% 
Who lives in an overcrowded house 85% 77% 
Who sleeps in an overcrowded room 62% 63% 
Who sleeps in a room with 4 or more persons 62% 49% 
Who does not have a bedroom (e.g. sleeps in lounge room) 8% 15% 
Table 34 – Angurugu Carer profile and home environment, by community and all 6 communities (Source: Survey data) 
23% of carers interviewed said there was no other family member or friend who could take over their carer 
responsibilities if they were sick or needed a break. Of those, 100% were carers who provided the highest 
level of care, 24/7 care. This indicates that carers rely solely on services to provide support and carer 
relief/respite. 
4.2.2  Umbakumba Carer profi le  
 
Due to unforeseen circumstances the numbers of carers surveyed at Umbakumba was too low (n=2) to be 
analysed at a community level (i.e. n<5).   
4.2.3  Milyakburra Carer profile  
 
The numbers of carers surveyed at Milyakburra was too low (n=1) to be analysed at a community level (i.e. 
n<5).   
4.2.4  Angurugu - Level of service support 
 
Carer support at Angurugu currently occurs primarily through respite, and this is provided by the Anglicare 
East Arnhem (EA) Carers Respite Service.  There is also a minimal community access day respite program 
and a day program operated out of the EASC operated Angurugu Aged & Disability Service. The Anglicare 
mobile respite program has never visited Angurugu. 
 
Both service providers noted that the need for respite outstripped their capacity to meet it and that the 
services were underfunded and minimal.     
 
38% of survey participants had received respite during the day, as the person with the disability accessed 
the Angurugu Aged & Disability Service Day Program (also called the Mungkadinamanja Respite Service), 
and only 31% had received overnight respite (through the Anglicare EA Carer Respite Service). 
 
Angurugu, Umbakumba, Milyakburra 
59 
 
In Angurugu, two (2) people with disability identified that the current Day Program does not meet their 
needs because they were younger than other clients101 suggesting the need for an alternative program for 
younger people with disability. 
 
Two (2) young people with non-physical disabilities and their families surveyed did not know about the 
program, did not engage with or advocate their needs and therefore have ‘fallen through the gaps’. Those 
two (and others like them) are likely to benefit from a separate service/program focused on younger people 
with disabilities.  
 
18% of people were caring for people with high care needs102 and of those, one-third reported not having 
an alternate carer if they were sick or needed a break. 
 
4.2.5  Umbakumba - Level of service support 
Carer support at Umbakumba currently occurs primarily 
through respite, and this is provided by the Anglicare East 
Arnhem Carers Respite Service.  There is a very limited day 
program and no respite available in the community. 
 
4.2.6  Angurugu - Unmet needs - services, transport, 
respite 
 
There is a need to expand and enhance the capacity of the 
existing respite services, to implement a comprehensive 
system of review of clients and carers needs and to ensure 
that respite is provided across the spectrum of disability need 
(not just to those with high needs).  Currently the highest 
needs are consuming all of the service capacity creating a 
‘knock on’ effect whereby carers of people with moderate 
needs are not able to access support increasing the risk of 
carer fatigue and ‘burn out’. Accessible community transport 
is an overwhelming need as noted on page 51. 
 
4.2.7  Umbakumba - Unmet needs - services, 
transport, respite 
 
There is a need to expand and enhance the capacity of the 
existing respite services (which is currently not community 
based), to implement a comprehensive system of review of 
clients and carers needs and to ensure that respite is 
provided across the spectrum of disability need (not just to those with high needs).  Currently the highest 
needs are consuming all of the service capacity creating a ‘knock on’ effect whereby carers of people with 
moderate needs are not able to access support increasing the risk of carer fatigue and ‘burn out’.  
Accessible community transport is an overwhelming.  There is no public transport in the community and 
limited disability accessible transport within it.  
 
4.2.8  MJD profile - lack of carers, burn out (Groote Region) 
 
The high care needs associated with MJD places extreme demands on both the informal carer network and 
community based services.  People with the severe stage of the disease require 24/7 care, two (2) person 
assists for all personal care and can take over an hour to complete a meal.  
                                               
101 The service provider has attempted to engage those two people; however, the clients decline to attend because of lack of age 
appropriate activities. 
102 
Require assistance with two (2) or more core activities 
 
 
In one home  a young mother of 3 provides 24/7 
care- including assistance with  communication, 
decision making,  prompting for personal care, 
financial affairs, cooking and cleaning for  two 
men with ABI’s (her brothers). Due to their 
vulnerability she cannot let them go out by 
themselves as they might be hurt.  She receives 
some support from her husband who is the 
primary carer of his frail aged father.  8 people 
live in this 3 bedroom home. The house is high 
set and at the time of the visit did not have a 
functioning hot water system. 
Services received include MOW from the local 
Shire community service and some additional 
funding for groceries provided by a local 
community organisation.  This carer does not 
remember ever receiving assistance from NT DoH 
A&DP or being visited.  
The carer did not know about respite; however 
reported not being comfortable with the concept 
as she would be too worried about who will look 
after her brothers. She noted she would only go 
if the whole family could be together. The 
assistance nominated as useful to this carer was 
laundry and community transport.  She was not 
interested in home help. 
Both young men would benefit from a 
comprehensive assessment, trial of 
communication device and living skills program or 
similar. 
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Due to its genetic nature, sometimes a carer has MJD themselves103, or may be looking after other family 
members with MJD or a disability/chronic disease, or looking after children of parents who have MJD or who 
have passed away with MJD.   
 
There are eight (8) people being monitored, four (4) people with mild MJD, six (6) with moderate MJD and 
four (4) with severe MJD from the Groote Eylandt region and their care needs will increase exponentially 
over time. 
 
 
                                               
103 People with mild/moderate MJD experience sleep disturbance, visual disturbances, balance problems and mild incontinence. 
 
A middle aged man was interviewed in one small 
community who had a lower leg amputation.  He 
had neither a wheelchair nor a ramp to his home 
and mobilised with a crutch. He did not identify 
his amputation as a ’disability’. Although the man 
had previously been prescribed a prosthetic leg, 
he preferred to mobilise without it. It is not clear 
if he had ever had a wheelchair or had been 
assessed for one. The man did not have an 
accessible bathroom with appropriate grab rails, 
seated support or hand held shower hose. 
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4.3 Disability services in Groote Region  
4.3.1  Angurugu - Types of services  
Agency/ 
Organisation 
Employees On-site Frequency Current 
number of 
clients 
Types of services available 
 
Angurugu Aged & 
Disability Service 
Nurse Manager/Coordinator 
EN  
RN 
1 x Care Workers - Cert IV  
3 x Care Workers - Cert III  
5 x Care Workers - 
unqualified 
2 x Kitchen Hand – 
unqualified 
Tea person – unqualified 
Groundsperson – unqualified 
Cleaner – unqualified 
Laundry assist. – unqualified 
Cook - vacant 
Yes Mon-Fri  
(8:00am – 4:06pm) 
 
Sat-Sun  
(8:30am – 10:30am – 
high care needs clients 
only) 
 
Airport transfers as 
required inc. out of 
hours 
33 clients, 
including 13 
aged. 
• HACC (meals on wheels and some community transport) 
• Flexible (DoHA), DIHS and ISP 
• National Respite for Carers Program 
• *potentially 24/7 permanent residential and overnight respite in 
future 
MJD Foundation OT (FT)  
OT (FIFO)  
PT (DIDO/  P/T)  
1 x Medical Geneticist (P/T) 
3 x Community Worker (P/T) 
1 x Project Manager (FIFO) 
1 x Education Manager 
1 x Senior Cultural Adviser 
(P/T) 
Yes Mon-Fri  
(8:00am – 5:00pm)  
On call 
22 clients (incl. 
Umbakumba and 
Milyaburra) 
*Services and support which are not met by government 
(government services are utilised first)* 
• Individual therapy inc. hydrotherapy, physiotherapy  
• Prescription, supply and fitting of adaptive equipment as 
necessary in collaboration with NTG therapists (client and their 
house) 
• Advocacy for housing, employment etc and referrals to 
specialists (via NTG and other providers) 
• Provision of client meals for severe clients- where ISP not 
meeting needs.  
• Respite support (funding gaps in service) 
• Social and emotional wellbeing support, including individual and 
group activities 
• Casual employment opportunities 
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NTG Health Clinic 
(Angurugu) 
Doctors, Nurses and 
Aboriginal Health Workers; 
visiting specialist medical, 
dental, mental and allied 
health services. 
Yes Mon-Fri  
(8.30am – 12:00pm; 
1:00pm – 4:00pm)  
and on call (Alyangula 
clinic) 
 • Primary health care 
o Referrals 
o Management care plans 
• Mental health care  
• Specific programs: 
o Children 
o A&OD 
o Chronic Disease 
o Men’s Health 
o Women’s Health 
o Antenatal 
NT DoH A&DP Disability Coordinator (FIFO) 
– Bachelor and Dip. in 
Indigenous Health 
2 x OT (FIFO) 
Intermittent access to PT/SP 
No 3 – 4 week intervals (3 
days per visit for 3 
communities) 
22 (incl. 
Umbakumba and 
Milyakburra 
clients) 
• Individual therapy 
• Supply and fitting of specialised aids (client and their house) 
Anglicare  No   • East Arnhem Carer Respite Service 
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4.3.2  Umbakumba - Types of services  
Agency/ Organisation Employees On-
site 
Frequency Current number of 
clients 
Types of services available 
 
Umbakumba Aged & 
Disability Service  
Aged and disability workers 
Cert III or II = in progress 
Cert IV = 1 
Yes Mon-Fri  
(8:00am – 4:06pm) 
15 clients (including 4 
frail aged) 
• Community Aged Care Packages (5) 
• HACC 
MJD Foundation OT (FT) (DiDo) 
OT (P/T) FIFO)  
PT (DIDO/  P/T)  
1 x Medical Geneticist (P/T) 
3 x Community Worker (P/T) 
1 x Project Manager (FIFO) 
1 x Education Manager 
1 x Senior Cultural Adviser (P/T) 
No Mon-Fri  
(8:00am – 5:00pm)  
and on call 
3 clients *Services and support which are not met by 
government (government services are utilised first)* 
• Individual therapy inc. hydrotherapy, 
physiotherapy  
• Prescription, supply and fitting of adaptive 
equipment as necessary in collaboration with NTG 
therapists (client and their house) 
• Advocacy for housing, employment etc and 
referrals to specialists (via NTG and other 
providers) 
• Provision of client meals for severe clients- where 
ISP not meeting needs.  
• Social and emotional wellbeing support, including 
individual and group activities 
• Casual employment opportunities 
NTG Health Clinic  Doctor (DIDO)  
Nurses  
Aboriginal Health Workers 
Yes Mon-Fri  
(9:00am-3:00pm) 
 
 • Primary health care 
NT DoH A&DP Disability Coordinator (FIFO) – 
Bachelor and Dip. in Indigenous 
Health 
2 x OT (FIFO) 
Intermittent access to PT/SP 
No 3 – 4 week intervals (3 
days per visit for 3 
communities) 
22 (incl. Angurugu 
and Milyakburra 
clients) 
• Individual therapy 
• Supply and fitting of specialised aids (client and 
their house) 
 
Anglicare  No   • East Arnhem Carer Respite Service 
• East Arnhem Mobile Respite 
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4.3.3  Milyakburra - Types of services  
 
Agency/ 
Organisation 
Employees On-
site 
Operating hours/ 
Frequency 
Current number 
of clients 
Types of services available 
 
Lagulalya Aboriginal 
Corporation 
3 x Kitchen hand - no 
qualifications Yes 
Mon- Fri  
(8:30am – 1:30pm) 9 clients 
• Meal provision (not funded by HACC or any 
government disability program) 
MJD Foundation OT (FiFo) Project Manager (FiFo) No As required 1 client 
*Services and support which are not met by government 
(government services are utilised first)* 
• Individual therapy inc. hydrotherapy, splinting  
• Prescription, supply and fitting of adaptive equipment 
as necessary in collaboration with NTG therapists 
(client and their house) 
• Advocacy for housing, employment etc and referrals 
to specialists (via NTG and other providers) 
• Provision of client meals for severe clients- where ISP 
not meeting needs.  
• Social and emotional wellbeing support, including 
individual and group activities 
• Casual employment opportunities 
NTG Health Clinic  
Doctor (FiFo) 
Nurse (FiFo) 
AHW (onsite FT) 
Yes 
Doctor and Nurse visit 
3 times per week, 
when clinic not in lock 
down. 
AHW is full-time 
 
• Primary health care 
• Previously, a Manager and 2 nurses were on-site; 
however, due to security issues no clinic staff remain 
on Island.  
• At time of survey, the Clinic was in locked down (i.e. 
no services provided). This has occurred frequently in 
the preceding 12 months. 
NT DoH A&DP 
Disability Coordinator (FIFO) – 
Bachelor and Dip. in Indigenous 
Health 
2 x OT (FIFO) 
Intermittent access to PT/SP  
No  
22 (incl. Angurugu 
and Umbakumba 
clients) 
• Individual therapy 
• Supply and fitting of specialised aids (client and their 
house) 
 
Anglicare  No   • East Arnhem Carer Respite Service 
• East Arnhem Mobile Respite 
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4.3.4  Angurugu - Service Provider feedback 
 
• During the process of the survey, management of the 
Angurugu Aged & Disability Service were engaged in 
developing a model to provide for overnight (24/7) 
permanent and respite care.  
• At the time of writing, the date for commencement of 
this expansion of services was undecided. The 
managing agency (EASC) reported that the proposed 
service was financially unsustainable.  EASC is now 
actively engaged in a process of ascertaining how to 
meet the gap. 
• The service noted being unable to provide all listed 
services - specifically community transport, the full 
scope of respite and laundry services.  
• Community disruption – theft and vandalism reduced 
capacity to provide services. 
• An inability to meet demand (they don’t turn away 
clients but spread their available capacity across more 
clients therefore lowering the service provided to each 
person). 
• There is a need for age specific/appropriate service 
development. 
• Services noted difficulty arising from an inability to 
backfill positions when staff members are on leave 
and the consequent loss of service provision. 
• Lack of allied health therapeutic interventions is disadvantageous. 
• FiFo/DiDo models are only able to provide assistance to high level needs and that is not the 
complete scope of the need.  
• Accommodation for recruitment is a major concern. 
4.3.5  Umbakumba - Service Provider feedback 
 
• Infrastructure is currently inadequate. 
• There are concerns that people from Umbakumba will 
not choose to utilise facilities at Angurugu – there are 
historical barriers to sharing resources. 
• Palliative care and support for younger disabled 
people is severely limited and underfunded. 
• General community access is poor. 
• Staff training is inadequate and difficult to access. 
4.3.6  Groote Region - Barriers to delivering l isted services 
 
• Insufficient funding104. 
• Service infrastructure (all weather access to aged & disability services). 
• Staff accommodation. 
• Staff recruitment and retention. 
• Cultural – estimate one (1) day per week for the centre in lost time. 
• Extreme weather – risks in accessing buildings and conducting personal care. 
• Staffing – insufficient to provide all services. 
• Lack of training for staff to ensure competency. 
• Community disruption – break-ins, vehicle sabotage and theft. 
• Providing urgent unfunded services such as palliative care and the consequent reduction to funded 
service capacity. 
                                               
104 High freight costs inadequately compensated for in funding and budget allocation 
 
After a spate of break-ins and vandalism in 
Angurugu, the EASC Angurugu flexible aged care 
centre submitted a police victim report in the 
hope that this would raise the profile with the 
police of the serious impact that vehicle and 
other vandalism has on service delivery. 
 
In summary, the victim report stated: 
• The vehicle was damaged so badly that it 
needed to be sent off Eylandt on the barge 
for assessment. 
• There is no budget to replace the vehicle 
and the vehicle is used to run 
aged/disability programs, and provide 
community access. 
• Being without the vehicle has slowed the 
Meals on Wheels delivery, and impacted 
whether everyone is able to receive their 
meal.  This has a follow-on effect of having 
clients wait longer for their showers and 
less time for centre based activities. 
• The aged/disabled people are feeling angry 
and sad, and feel like they are not 
respected. 
• Staff members have resigned over the 
stress of the incidents. 
 
 
 
 
The building at Umbakumba used for aged & 
disability services has a bathroom which has 
been modified with an accessible shower and 
grab rails, however there are 4 stairs leading to 
the shower block, and circulation space is 
inadequate for wheelchair use. The room itself is 
not accessible via wheelchair and the staff cannot 
push a client into the bathroom. 
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4.3.7  Groote Region - The gaps  
 
• In Angurugu, younger disabled people with ABIs and mental illness (sometimes secondary to volatile 
substance abuse) were generally not receiving disability specific support at all. 
• Mental health assessment processes appear to be insufficient; there is a lack of appropriate referral 
pathways and support interventions. 
• Limited HACC/DIHS services in Umbakumba and Milyakburra and inconsistent higher care 
support105. 
• No therapy services (other than those provided by the MJDF which is not funded from government 
disability programs). 
• Inadequate community public transport and specific wheelchair accessible transport. 
• People with a physical disability cannot access the EASC building to get their mail or access the 
Territory Housing office. 
4.3.8  Mismatch betw een level of services available and needs of community (low  level v 
residential) 
 
• There is a need and a facility for residential care in Angurugu, however not the funding to operate it. 
• Most infrastructure is aged care specific as are programs - there is a need for appropriate facilities 
and services specific to younger people with disabilities. 
• There is a need for more DIHS/HACC services in Umbakumba.  
• There is a need for mental health services/programs for people with disabling mental health 
conditions. In addition, as a preventative measure, the community requires a mental health service 
for all persons with a mental illness (not just one which solely focuses on alcohol and other drugs 
(AOD), or a highly disabling mental health condition). 
 
 
 
                                               
105 Eg. meal modification (puree etc)  not always possible. 
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• 2,124 people – 1,890 Indigenous people (89% Indigenous) 
o Median age 21 
o 30% of the Indigenous population was aged under 15 years 
o 51% of the Indigenous population was aged under 25 years 
• 72% of those aged over 15 years have an educational status of Year 10 or less 
o 27% had Year 8 or below 
• Median personal weekly income was $254 and median household weekly income was $1,843 
• 157 Indigenous households 
o 121 were multiple family households 
• Average household size was 7 persons 
o 84% of households were overcrowded 
 
 
 
5 Galiwin’ku, Elcho Island 
 
Galiwin’ku on Elcho Island was established in 1942. The 
Methodist church started its Methodist overseas mission in 
Galiwin’ku in 1947 and the community is now the largest 
Aboriginal community in north-east Arnhem 
Land. Galiwin’ku is home to the Yolngu people. Yolngu 
means ‘Aboriginal person’ in the languages of northern 
Arnhem Land. Yolngu is also the name given to a group of 
intermarrying clans who live in Milingimbi, Yirrkala and 
Galiwin’ku and speak a dialect of one of a number of closely 
related languages. Djambarrpuyngu is the most widely used 
and understood language in Galiwin’ku. Galpa, Golpa, 
Golumala, Gumatj, Liya’gawumirr, Wangurri, Warramiri and 
Gupauyngu are also spoken (EASC, 2013). 
 
5.1 People with Disability in Galiwin’ku 
5.1.1  Galiw in’ku Disability profile  
 
There are a range of disability types and level of need in the community of Galiwin’ku and the homeland 
communities close to it (on Elcho Island). The 2011 Census shows that 3% (48 people) of the Galiwin’ku 
population has a severe or profound core activity restriction. In the homelands surrounding Galiwin’ku the 
Census data shows there are 402 Indigenous persons. There is no data on the breakdown of disabled people 
in the homelands.  The homelands community service provider operates seven (7) CACP’s across the region, 
none of these were believed to be eligible for DCA provision and no other disabled persons were nominated 
as eligible. 
  
Figure 35 – Galiwin’ku location 
Figure 36 – Galiwin’ku Census 2011 summary 
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Galiw in’ku Disability profile, by disabil ity type106 
 
Source Total 
No of 
people 
 Physical 
 
% 
Intellectual 
 
% 
Chronic 
Disease 
related 
% 
Mental 
Health 
% 
Sensory 
 
% 
ABI 
 
% 
Census 2011 48        
NT DoH A&DP 30  60107 53108 7 23 3 10 
Shire, EASC 42  48 12 48 33 2 7 
Survey data 18  50 17 39 28 17 17 
Range 18-48        
Table 10 – Galiwin’ku disability profile, by disability type (Source: multiple) 
At Galiwin’ku, 50% of people with disability surveyed had more than one disability and/or chronic disease, 
highlighting the complex care needs and additional support required. 
Level of care needs, and assistance support 109 
Activity Did not require 
assistance (%) 
Needed assistance 
and always had 
assistance (inc. Aged 
& Disability services) 
(%) 
Needed assistance but didn’t 
always have someone to 
assist (%) 
Showering/ Toileting 67 22 11 
Food preparation 28 67 6 
Mobility 61 [57] 28 [36] 11 [7] 
Communication 33 67 0 
Decision making 33 67 0 
Table 11 – Galiwin’ku, level of care needs 
Understanding western health concepts 
 
At Galiwin’ku, 44% of survey participants could not name their disability and 61% did not know what caused 
their disability. This was the highest level of knowledge gap across the communities surveyed. In Galiwin’ku, 
100% of people who reported their main disability as MJD correctly named their disability (without 
prompting) and 100% also knew what caused their disability. Therefore, when controlling for MJD status, 
62% of those without MJD could not name their disability and 85% did not know what caused their 
disability. This highlights that the intensive and ongoing educational approach and having a consistent key 
contact person (both key to the MJD Foundation ethos) is effective in empowering people with knowledge of 
their disability. 
Carer responsibil ities and home environment 
 
Those people with a disability surveyed at Galiwin’ku had high rates of caring responsibilities both for others 
with disability (39%) and 71% of those with a disability surveyed also provided care for children aged less 
than 15 years.  
 
There are very high rates of overcrowding within the households of people with disabilities at Galiwin’ku 
(71%) and people with a disability in this community lived in the most crowded bedrooms (67%). 46% of 
respondents reported not sleeping in a bedroom but a common area, such as lounge, kitchen or veranda. 
Regardless of where the person slept, 33% shared a room/space with 4 or more people. Galiwin’ku also had 
the highest rates of more than one person with a disability or chronic disease within the household (83%). 
 
                                               
 
107 Physical disability encompassed dystrophy conditions, cerebral palsy, spina bifida and genetic conditions where intellectual 
involvement is not known or presumed normal. 
108 
Intellectual disability encompassed developmental delay. 
109 Includes all assistance required, therefore, one person may be categorised in all categories. 
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It is likely that the care being provided to others with a disability by those who themselves have a disability 
at Galiwin’ku is reflective of the limited range of both disability support and carer support services in the 
community. Apart from meal provision and some laundry services, only those people with disability with very 
high support needs are able to access a day program and receive personal care assistance. Those with 
moderate needs are cared for exclusively within the home context.  
 
MJD is an emerging issue at Galiwin’ku, none of those with moderate or severe disease have care 
responsibilities for others, however several people with mild disease do have responsibility for the care of 
children in their families or close relatives with severe MJD. 
5.1.2  Level of service support  
 
The EASC operated Galiwin’ku Aged & Disability Service operates from a newly built facility110. There are 53 
clients receiving a range of services (of whom 11 are frail aged). The building is fully accessible but not 
weather proof.111  It comprises a commercial kitchen for meal preparation, inside and outside common areas 
and one male and one female accessible wet area. 
 
Of the people with disability surveyed: 
• 67% [57%] received Meals on Wheels 
• 50% [43%] attended the Galiwin’ku Aged & Disability Service Day Program 
• 50% [50%] received equipment or support from NT DoH A&DP 
• 33% [36%] received services, support and equipment from MJDF, and 
• 28% [36%] received mental health support. 
 
Services reported by the Galiwin’ku Aged & Disability Service are as follows: 
 
 
Table 12 – Galiwin’ku disability services to Shire clients (Source: EASC) 
 
All persons surveyed (n=18) reported using at least one service. Galiwin’ku survey respondents reported 
using multiple disability services: 
                                               
110 Funding for the new Galiwin’ku Aged & Disability Service facility was from DoHA Aged Care funding. 
111 
In monsoon conditions the large outside area is unusable  - remedies are being sought by the EASC. 
0% 10% 20% 
30% 40% 50% 
60% 70% 80% 
90% 
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33% [21%] used two services 
39% [43%] used three or more services. 
5.1.3  Unmet needs  
 
79% of those surveyed identified needing transport. 
Galiwin’ku participants were more open to, and expressed a 
desire for a help at home service (69% compared to only 
29% in Angurugu). This highlights that, while there are many 
similarities between the communities, there can also be stark 
differences, partly explained by the cultural/social 
environment. The Galiwin’ku Aged & Disability Service 
provides a weekly laundry service for clients, explaining the 
lower rate of assistance needed (13%).  
 
• Community-based overnight respite and permanent 
residential care options 
 
Non-physical disabilities accounted for 58% of those 
surveyed. Physical disabilities amounted to 38% and 
there were no clients with sensory disabilities 
interviewed.   
 
NT DoH A&DP data reflect a nearly equal split of 
physical to non-physical disability types for current 
clients.  
 
The highest level of unmet need reported by 
participants in this community was for mobility. 11% 
reported sometimes requiring assistance to mobilise and 
not being able to get that assistance. 
   
It is reasonable to assume that the numbers of 
physically disabled people will continue to climb at 
Galiwin’ku given the prevalence of MJD, a fast growing 
population and high chronic disease burden. The very high care needs of both groups, but particularly 
the MJD cohort, outstrip informal carer capacity.112 These families will increasingly require support to 
look after their loved ones (personal care and overnight respite in particular) and the current facilities 
although new and accessible are not large enough nor configured appropriately (no bed capacity) to 
accommodate the need.  The staffing ratios afforded through the current service models are reported 
to be inadequate for current needs (severe MJD and some dementia clients require 1:1 and 2:1 care) 
and as the client numbers increase will need to be reassessed. 
 
Nearly a quarter of the non-physically disabled people in both data sets (NT DoH A&DP and Shire) for 
Galiwin’ku have ABIs as a result of volatile substance (petrol) abuse. The needs of these people are 
complex and the programs and facilities - such as dedicated life skills and supported living programs 
and age appropriate day programs to support them are simply not available in this community. As a 
client group they are very difficult to accommodate in a mixed disability setting due to complex 
behavioural issues.  
 
People with disability surveyed in Galiwin’ku were also very well aware of the need for people with high 
support needs to relocate to permanent residential care in Darwin because of the lack of facilities in the 
community.  The prospect causes significant anxiety and places enormous stress on both families and 
in-community service providers.  
 
                                               
112 People with severe stage MJD require 2 person assists for all personal care and can take over an hour to complete a meal. 
   
Sisters aged 70 and 73 years, both with 
disabilities were interviewed.  One sister was a 
carer for three (3) other people in the household 
(brother receiving palliative care and in a 
wheelchair, a daughter undergoing breast cancer 
treatment, and a grandson with mental health 
issues). 
16 people live in the 3-bedroom house. The 2 
sisters both have COPD (acquired before the age 
of 65 years) and sleep in the living room with 7 
grandchildren. They sleep on mattresses on the 
floor. The house has asbestos exposed (after a 
tree hit the house during a storm) which has 
been reported to housing authorities some 
months ago but not fixed. 
The household does not have a proper fridge 
(only a bar fridge), a washing machine or hot 
water. Both ladies sit on the floor for showers as 
they can’t stand up for long periods and require a 
shower chair. The bathroom has no grab rails. 
Neither lady knew who to ask for the grab rails or 
shower chair and reported not investigating - said 
they would just wait until someone asks. 
Both report wanting additional assistance such as 
help with domestic tasks, community transport   
and would like to attend the Aged Care day 
program more regularly.  Currently they only 
attend 1 day per week due to service constraints. 
Neither knew about respite (mobile or overnight) 
and both would like to have access to this 
service. 
After explaining the DCA cashed out system – 
they reported they would want to be able to 
purchase household items such as a fridge, 
washing machine and bed rather than additional 
services such as physiotherapy. 
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At Galiwin’ku, people with disability who have exhausted their informal care networks are receiving very 
basic levels of care demonstrably inappropriate to their needs113 from a rotating roster of exhausted 
family members. Primary health care providers report that this has contributed to multiple hospital 
admissions and places a significant drain on their services particularly at night. Community service 
providers also note strain on their services out of hours. 
 
• Transport 
 
Transport is a significant unmet need in Galiwin’ku. There is no public transport available. The Arnhem 
Land Progress Association (ALPA) provides an ad-hoc bus service to assist people to return home with 
their shopping; however, it is not wheelchair accessible and survey participants revealed it is frequently 
unavailable due to repairs. 
 
The only wheelchair accessible vehicle on the community at the time of writing was owned by the 
health centre. The Galiwin’ku Aged & Disability Service accessible vehicle had been off road for nearly 
six (6) months at the time of the surveys. Anyone relying on this vehicle has not been able to attend 
the Galiwin’ku Aged & Disability Service for personal care, nor attend social and cultural events in the 
community. 
 
All survey participants said that they wanted transport to go shopping, attend to banking/Centrelink 
services and/or cultural events.  
 
38% of those surveyed said the main barrier to attending cultural activities, which are vital to 
promoting social inclusion, was assistance getting to them, including transportation.  
 
• Mental health 
 
People with mental health needs are supported by the Miwatj Mental Health Service which operates a 
holistic approach to mental health care. The service comprises four (4) local Indigenous staff and a 
FIFO Mental Health Nurse (fortnightly) and a FIFO Psychologist (every 6 weeks).  At the time of the 
survey, the service had 54 people on their books and 5 received daily supervised medication support. 
To fully meet the needs of people with a mental health disability, the service would like to expand to 
offer a day respite program which includes life skills programs and social and emotional wellbeing 
activities. The expanded service would aim to provide carers with a break during the day (several carers 
reported needing additional day respite – majority of DIHS clients can only attend the Galiwin’ku Aged 
& Disability Service day program one day per week). Recently, there has been an increase in referrals 
of people with mental health needs to the Galiwin’ku Aged & Disability Service. The service is struggling 
to cope with these referrals as the funding that is provided covers the client’s care needs but is not 
sufficient to fund the additional staff required to provide appropriate care. There needs to be a separate 
dedicated program with staff trained specifically to deal with the complex needs associated with mental 
health issues including behavioural issues. 
 
• Home environment 
 
Survey participants at Galiwin’ku raised numerous issues.  
These included: 
o Home modifications - 38% of those surveyed had 
been waiting for at least one modification; some 
for in excess of 12 months. 
o Home Basics – 47% of people surveyed did not 
have hot water to their homes, 40% of people 
did not have a fridge, 34% did not have a 
washing machine, 56% reported sleeping on the 
floor and 19% who needed a bed frame due to 
their disability slept on the floor. 
                                               
113 There are reports of carer/client abuse. 
 
A parent and child both with MJD live in 
Galiwin’ku. Both have mild-moderate disease.  
They are still independently mobilising, but are 
falling regularly, and mobility will be significantly 
diminished over the next few years.  The NT DoH 
A&DP and the MJDF Occupational Therapists 
have prescribed and advocated for additional 
grab rails throughout their house to ensure their 
safety and prolong their independence.   
NT Housing declined the request, stating that the 
extent of the requested modifications could not 
be covered under their budget, and that the 
modifications requested seemed excessive given 
they were living in a newly constructed home 
constructed under SIHIP. 
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o 44% of the people with disability surveyed at Galiwin’ku reported that they needed at least one 
piece of disability equipment114.   
o 44% of people at Galiwin’ku also reported not knowing who to ask for the disability equipment 
they needed. 
5.1.4  MJD profile and predictions  
 
The data in this section includes all Elcho Islanders with MJD including those living in Darwin. 
 
There are 10 people being monitored (which at 80% accuracy is included in figures as eight (8) people), 
eight (8) people with mild MJD, two (2) people with moderate MJD and two (2) people with the severe stage 
of MJD.  
 
There are 158 people alive today ‘at risk’ of having MJD, and these people have a 50% chance of having 
MJD if they have a parent with MJD, a 25% chance of having MJD is they have a parent ‘at risk’, and a 
12.5% if they have a grandparent ‘at risk’. 
 
60% of all monitored, mild, moderate and severe clients receive services from the MJDF (lower than Groote 
Eylandt, as the MJDF currently provides a FiFo OT who visits Elcho Island around every 6 weeks). Of the two 
(2) people with severe MJD, one (1) is on a waiting list for permanent residential care in Darwin. The other 
one (1) receive services from the Galiwin’ku community service provider (run by the EASC). 
 
 Total Live in 
Darwin 
Receive MJDF 
115services 
Receive EASC 
services 
Receive NT DoH A&DP 
services 
Severe 2 0 2 2 2 
Moderate 2 0 2 2 2 
Mild 8 3 4 1 2 
Monitored 8 1 4 0 0 
Table 13 – Galiwin’ku MJD prevalence (Source: MJDF) 
Note that the services provided by the Galiwin’ku Aged & Disability Service are more limited than those 
provided in Angurugu.  
 
The graph below shows the current Elcho Island 2013 breakdown of mild (including monitored individuals), 
moderate and severe individuals with MJD, along with the projected figures for 2018 (+5 years) and 2023 
(+10 years).  It is estimated that the number of symptomatic people will increase by around 70% in 10 
years.  Those with moderate and severe stages of the disease (and experiencing severe to profound core 
activity restrictions) is estimated to triple in 10 years time, putting additional strain on the health and 
community services of Elcho Island. 
 
Figure 37 – Elcho Island current and projected individuals with MJD 
                                               
114 It is not clear if the equipment had never been provided or had been supplied and was no longer available to them. 
115 MJDF services are not funded through government disability program funding. 
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5.2 Informal carers at Galiwin’ku 
5.2.1  Carer profile  
 
At Galiwin’ku, the 2011 Census identified 234 people (20%) providing unpaid assistance to a person with a 
disability (including care for someone with a long term illness or age related problems). On the ground, 
researchers were interested in those who were the primary carer of a person/s with a non-aged related 
disability, therefore, could not confirm this number and or provide comparable data.  
 
At Galiwin’ku, 13 carers were surveyed. Their ages ranged from 19 years to 70 years (average age 41 years 
and median age 45.5 years). A higher than expected number of carers were female (92%). The researchers 
identified almost twice the number of carers who could have been surveyed; however, time constraints 
prevented additional surveys.  
 
At Galiwin’ku, 54% of carers reported providing 24/7 care and 31% provided between 3 and 6 hours of care. 
 
The profile of carers at Galiwin’ku shows high rates of pressure placed on the carer: 
 
Profile % Galiwin’ku All communities % 
Who have a disability or chronic disease 46% 46% 
Care for more than one person with disability 62% 39% 
Who care for children 85% 80% 
Who lives in an overcrowded house 62% 77% 
Who sleeps in an overcrowded room 62% 63% 
Who sleeps in a room with 4 or more persons 38% 49% 
Who does not have a bedroom (e.g. sleeps in lounge 
room) 
31% 15% 
Table 14 – Galiwin’ku carer profile, compared with all communities (source: survey data) 
Consistent across the communities, 23% of carers said 
there was no other family member or friend who could 
take over their carer responsibilities if they were sick or 
needed a break. Of those, 100% were carers who 
provided the highest level of care, 24/7 care and the 
remaining third provided 12 hours of care per day. This 
figure indicates that a significant proportion of carers 
rely solely on services to provide support and carer 
relief/respite. 
5.2.2  Level of service support 
 
Carer support at Galiwin’ku is provided through 
packaged care for the client (DIHS/HACC, CACP, EACH, 
EACH-D, ISP.) and through respite. All care is provided 
through the Galiwin’ku Aged & Disability Service for 
eligible clients.116 Residential ‘off community’ respite is 
also available and involves the client visiting other 
family/communities or going to a residential facility in 
Darwin or Gove. This is coordinated by the Anglicare 
East Arnhem Carers Respite Program and the NT DoH 
A&DP key contact. The Anglicare mobile respite program 
also visits Galiwin’ku about once a year in the dry 
season for several weeks. 
 
                                               
116 Must have a CACP, ISP, EACH or EACH D  (High needs assessed by the NT DoH A&DP key contact) 
  
Three (3) people in one household with a disability 
were interviewed (one with MJD, another with a 
chronic disease disability plus dememtia, and another 
with an ABI from substance abuse).  
A domino care situation exists where one of the 
disabled people is the carer for another disabled person 
while the remaining disabled person is cared for by a 
sister (who works fulltime). There are also 10 children 
in the home who require care – 7 under school age.  
The care needs are high - the person with MJD requires 
24/7 care for mobility, assistance with shopping, 
washing and preparing clothes, and meal provision.    
The carer with a chronic disease requires assistance to 
mobilise long distances, and attend to financial 
matters.   
The person with an ABI requires 24/7 care and needs 
someone to make decisions for her, prepare and cook 
meals, and do laundry. She requires prompting to 
attend to personal care and take her medication. She 
sleeps on the floor in case she falls off the bed. When 
talking to service providers, another person speaks on 
her behalf.  
The 3 people with a disability live in the lounge room. 
The house had 13 people in 3 bedrooms. The 
household needed shower chairs, a working toilet. One 
disabled person needs a walking stick, and a 
wheelchair is missing an arm. 
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Respite service providers noted that the need for respite outstripped their capacity to meet it and that the 
services were underfunded, minimal and available only to those with the highest needs. 
     
46% of survey participants reported that the person with the disability accessed the Galiwin’ku Aged & 
Disability Service day program at least once a week (therefore, providing them with some day respite). None 
of the survey participants knew/remembered that there was a mobile respite program which visited the 
community. 
 
In Galiwin’ku, a low number of carers surveyed reported receiving overnight blocks of out of community 
respite (23%) and 31% were not aware there was an overnight respite service. 
5.2.3  Unmet needs - services 
 
A community based residential care option would greatly enhance the wellbeing of the carers of the people 
with disabilities at Galiwin’ku.  At present this is not available in the community and people resist relocation 
to Darwin and Gove which places huge strain on family carers. 
 
There is a need to expand and enhance the capacity of the existing respite services; to implement a 
comprehensive system of review of clients and carers requirements and to ensure that respite is provided 
across the spectrum of disability need (not just to those with high needs).  Currently those with the highest 
needs are consuming all of the service capacity creating a ‘knock on’ effect, whereby carers of people with 
moderate needs are not able to access support, increasing the risk of carer fatigue and ‘burn out’.  
 
Accessible community transport is an overwhelming need as noted.  Ideally this would comprise a 
community operated public bus with facility for more than 
one wheelchair using passenger. 
 
5.2.4  MJD profile - lack of carers, burn out 
 
The high care needs associated with MJD places extreme 
demands on both the informal carer network and community 
based services.  Individuals with the severe stage of the 
disease require 24/7 care, two (2) person assists for all 
personal care and can take over an hour to complete a meal.  
Due to its genetic nature, sometimes a carer has MJD 
themselves117, or may be looking after other family members 
with MJD, or looking after children of parents who have MJD 
or who have passed away with MJD. 
 
At the time of writing one (1) person was on a waiting list for 
a Darwin residential facility and a further six (6) family 
members with MJD were already living in Darwin and Gove. 
 
In this community there are around 4-7 people whose care 
needs will escalate sharply.  The case study demonstrates the 
extremely difficult situation that people with disabilities and 
their carers experience in this setting at present. 
 
 
                                               
117 People with mild/moderate MJD experience sleep disturbances, visual disturbances, balance problems and mild incontinence. 
 
A man with MJD in the severe stage lives in a 
community with an aged & disability service 
offering a limited access day program (he can 
attend 2-3 days per week).  He is dependent on 
the assistance of one to two carers for all 
elements of his activities of daily living. He 
receives one meal a day 5 days per week and 
personal care assistance 5 days per week 
(assistance showering and dressing).  The MJDF 
provides thickened fluids (prescribed the the NT 
DoH A&DP SP to lower his risk of choking, 
aspiration, potential hospitalisation and possible 
death) as these are not covered by the funding 
allocated to him and he is not able to afford them 
himself.  His nominated family carer has changed 
several times in the past 6 months and carers 
repeatedly report extreme stress.  There has 
been one recorded incidence of abusive 
behaviour by a carer.  Consistent with his disease 
process he sleeps poorly and family carers, 
community service providers and the local health 
centre all report multiple night time call outs.  He 
has had in excess of 6 hospital admissions in the 
past 9 months.  This gentleman has been offered 
but consistently refuses a permanent place in a 
supported accommodation facility in Darwin.  He 
states that as an important elder he has cultural 
business that must be handed over- a process 
that will take some months.  He is so reluctant to 
leave the community that he has had anxiety 
attacks at the airport when scheduled for respite 
out of the community and the respite has been 
cancelled at the last minute. 
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5.3 Disability services in Galiwin’ku 
5.3.1  Types of services  
Agency/ 
Organisation 
Employees On-
site 
Operating hours/ 
Frequency 
Current number of clients Types of services available 
 
Galiwin’ku Aged & 
Disability Service 
Manager – RN training, Cert IV 
Supervisor - Cert IV  
Supervisor – Cert III 
Supervisor/ Care workers – Cert 
III 
Care Workers – Cert III 
5 x Care Workers/Cooks - 
undertaking Cert III  
Yes Mon-Fri  
(8:00am – 4:06pm) 
 
53, including 11 aged. • HACC/ DIHS (meals on wheels, laundry and 
transport, life skills program) 
• CACP, ISP, EACH and EACHD (including personal 
care) 
• Coordination with Mental Health service and Youth, 
Sport and Rec. 
 
MJD Foundation OT (FiFo)  
1 x Project Manager (FiFo)  
1 x Education Manager (FiFo) 
 
No 6 week intervals (3-5 
days per visit) 
20 clients *Services and support which are not met by government 
(government services are utilised first)* 
• Prescription, supply and fitting of adaptive 
equipment as necessary in collaboration with NTG 
therapists (client and their house) 
• Advocacy for housing, employment etc and referrals 
to specialists (via NTG and other providers) 
• Social and emotional wellbeing support, including 
individual and group activities 
• Casual employment opportunities 
AMS Health Clinic 
(Miwatj) 
 
Doctors, Nurses and Aboriginal 
Health Workers; visiting 
specialist medical, dental, 
mental and allied health 
services 
Yes Mon-Thur 
(8.30am – 12:00pm; 
1:30pm – 4:00pm)  
Fri (8:30am – 
12:00pm) 
On call 24/7  
 • Primary health care, Acute Care and Prevention 
• Specific programs: 
o Pediatric, inc. Healthy Baby, Healthy 
Community  
o Chronic Health Conditions  
o Women’s Program, inc. antenatal and 
postnatal 
o Adult Program 
o Healthy Minds (see below) 
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Miwatj Mental Health 
Service 
Manager – EN, AHW 
Mental Health Worker – Cert IV 
2 x Mental Health Worker – 
undertaking Cert III or IV 
Work with Psychiatrist (FiFo) 
and Mental Health Nurse (FiFo) 
– both funded by other 
programs/services 
Yes Mon – Sun  
(8:00am – 4:30pm 
On call 24/7 
 
Psychiatrist visits 
every 6 weeks.  
MH Nurse visits 
fortnightly. 
54 clients, including 5 who 
receive supervised 
medication support. 
• Crisis Care, Alcohol and Other Drugs, Counselling, 
Relationships and Social and Emotional Wellbeing. 
• Daily provision of medicine to supervised clients and 
weekly drop off medications to other clients. 
AMS Health Clinic 
(Marthakal) 
Doctors (FiFo), Nurses and 
Aboriginal Health Workers; 
visiting specialist medical, 
dental, mental and allied health 
services.  
Yes Mon-Fri  
(8:30am – 12:00pm; 
1:00pm – 4:30pm) 
On call 24/7 
In addition, provide 
FiFo services to 
outstations. 
 • Primary Health Care, 24/7 emergency on call, 
Chronic Disease, Children Health, Women’s Health, 
Men’s Health, Health Promotion, Aged Care, 
Dermatology, Dental and Podiatry. 
NT DoH A&DP PT (FiFo) 
 
No 4 – 6 week intervals 
(3 days per visit) 
30 clients • Individual therapy 
• Supply and fitting of specialised aids (client and their 
house) 
 
Anglicare  No   • East Arnhem Carer Respite Service 
• Mobile respite program  
Table 15 – Galiwin’ku, types of services available
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5.3.2  Service Provider feedback 
 
• Need for disability specific services and funding – this would include life skills and assisted living for 
people with ABIs and mental illness disabilities. 
• Need for expanded capacity for day and residential respite. 
• Need for residential capacity – however this would need to be concurrent with infrastructure to 
support it – staff housing and allocation of costs. 
 
5.3.3  Barriers to delivering l isted services 
 
• Funding  
• Service capacity / need mismatch 
• Lack of appropriate vehicles 
• Administrative requirements 
• Availability of appropriate training 
• Community infrastructure 
• Staff accommodation 
5.3.4  Mismatch betw een level of services available and needs of community  
 
• Most infrastructure is funded through Aged Care resources. There is a need for an appropriate 
facility and additional services specific to younger people with disabilities. 
• Need for enhanced mental health centre/ services. 
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• 1,056 people – 972 Indigenous people (92% Indigenous) 
o Median age 20 
o 36% of the Indigenous population was aged under 15 years 
o 57% of the Indigenous population was aged under 25 years 
• 69% of those aged over 15 years have an educational status of Year 10 or less 
o 27% had Year 8 or below 
• Median personal weekly income was $270 and median household weekly income was $1,550 
• 96 Indigenous households 
o 61 were multiple family households 
• Average household size was 6.8 persons 
o 71% of households were overcrowded 
 
6 Ngukurr, Urapunga 
 
The Roper River Mission was established in 1908 by the 
Anglican Church.  In 1940 the mission moved to the present 
site of Ngukurr because of flooding. This was the first 
missionary-managed settlement of East Arnhem Land. The 
Australian Government took over the mission in 1968. Ngukurr 
is 331 km southeast of Katherine along the Roper Highway and 
is home to the Yugul Mangi people.  The languages spoken 
are Kriol, Ngalakan, Alawa and English. 
 
Urapunga is an outstation located 18 kilometres from Ngukurr 
(on a rough road) and is situated between the Wilton and Roper 
Rivers. It is regularly cutoff from Ngukurr during the wet season. 
 
 
 
6.1 People with disability at Ngukurr, Urapunga 
6.1.1  Disability profile  
 
At Ngukurr and Urapunga, there are a range of disability types and level of need. The 2011 Census shows 
that 2% (23 people) of the Ngukurr population has a severe or profound core activity restriction. 
 
Census data does not provide a profile of Urapunga.  
Ngukurr, Urapunga  Disability profile, by disabil ity type 
 
Source Total 
No. of 
people 
 Physical 
 
% 
Intellectual 
 
% 
Chronic 
Disease 
related 
% 
Mental 
Health 
% 
Sensory 
 
% 
ABI 
 
% 
Census 2011 23118        
NT DoH A&DP 22  32 55 0 0 32 23 
Shire, RGSC 16  38 38 13 19 0 13 
Survey data 10  60 20 30 20 0 10 
Range         
Table 16 – Ngukurr/Urapunga, disability profile, by disability type (Source: multiple) 
                                               
118 Urapunga was not included in Census 2011 data 
Figure 38 – Ngukurr location 
Figure 39 – Ngukurr Census 2011 summary 
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A low number of people with disability were surveyed in Ngukurr (n=9) and Urapunga (n=1) due to 
community closures for ‘sorry business’119. The age range of survey participants was 40-65 years, with a 
median age of 54 (nearly 10 years older than Galiwin’ku and Angurugu – 44 years and 45 years, 
respectively). 66% were female.  
 
Of those surveyed, 55% had more than one disability and/or chronic disease, highlighting the complex care 
needs and additional support required. 
Understanding western health concepts 
 
At Ngukurr 33% of those surveyed did not know the name of their disability and 44% did not know what 
caused their disability (only slightly higher than the ‘all communities’ proportions – 31% and 41%, 
respectively).    
Carer responsibil ities and home environment 
 
In comparison to other communities, people with a disability surveyed in Ngukurr had lower rates of caring 
responsibilities: for others with disability (12.5 %) and caring for children aged less than 15 years (12.5 %). 
This is partially explained by one-third of the participants living in the single men’s quarters (one person per 
bedsit). When accounting for those living in the single men’s quarter, the remainder of those surveyed lived 
in overcrowded housing. Again, likely due to the over sampling of those in the single men’s quarters, only 
38% lived with another person with a disability (compared to 88% and 64% in Galiwin’ku and Angurugu, 
respectively). 
 
While people with a disability at Ngukurr generally don’t have high rates of caring for others at the moment, 
the presence of MJD in the community can be expected to contribute to the disability carer load120. The 
condition is of very long duration121 and progresses from normal function to profound core activity 
restriction.  Therefore a person with MJD in the mild or moderate stage may also be a carer.  Care may be 
being provided to others in the family with the same or another disability and/or children, and may occur 
simultaneously for several years.  
 
The most significant issue for people with disability in their home environment at Ngukurr appears to be 
overcrowding, 63% of those surveyed lived in overcrowded homes and not being able to access informal 
assistance when always required.  
6.1.2  Ngukurr, level of care needs, and assistance support  
 
Activity Did not require 
assistance (%) 
Needed assistance and 
always had assistance 
(includes care services) 
(%) 
Needed assistance but 
didn’t always have 
someone to assist (%) 
Showering/ Toileting 67 11 22 
Food preparation 38 50 13 
Mobility 33 56 11 
Communication 50 50 0 
Decision making 75 25 0 
 
Table 17 – Ngukurr, level of care needs (Source: survey data) 
Ngukurr had the highest rate of people with unmet assistance needs. Nearly a quarter of participants who 
needed assistance with personal care reported not always having someone to help (22%). Almost three 
times the rate for ‘all communities’ (8%) and over 4 times the rate for all non-Ngukurr communities (5%). 
Of those surveyed, 13% reported not being able to always get the help they needed for food preparation 
and  11% reported that they did not always have the help needed to assist with mobilisation. 
                                               
119 Surveys could only be conducted over 2 days – ideally at least 5 days was needed. 
120 
See MJD Prevalences 
121
 Mean life expectancy after onset of symptoms 20 years.  
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The unmet core needs that people with disability at Ngukurr experience is reflective of the very difficult 
service environment that the community service provider operates in.  Despite being the community closest 
to a major township of all those surveyed, Ngukurr is in many ways the most isolated of the communities.  It 
is frequently cut off during the wet season as rivers rise - there is no permanent road access, and no regular 
public transport (RPT) air service, sometimes there is not even access to a regular fuel supply.122 
 
The Ngukurr Aged & Disability Service (operated by Roper Gulf Shire Council) operates from an accessible 
building with one accessible wet area.  The service provider reports being unable to provide all elements of 
personal care, or community transport that the community requires. There is no aged & disability service in 
Urapunga. 
 
Funding, staff recruitment and accommodation were all rated as barriers of the highest order at Ngukurr 
followed by a lack of access to appropriate training and inadequate service infrastructure – especially 
vehicles. 
 
Service providers in Ngukurr were unanimous in opinion that despite the need for residential care capacity 
within the community this was not likely to be achievable without significant augmentation to the 
community’s facilities and infrastructure and the provision of adequate resources to ensure that housing for 
staff and amenities were built at the same time. 
 
Of the 9 people with disability surveyed: 
• 75% received Meals on Wheels 
• None attended a Day Program (none were operating in Ngukurr) 
• 50% received equipment or support from NT DoH A&DP 
• 33% received services, support and equipment from MJDF, and 
• 11% received mental health support (operating from Katherine). 
 
In Ngukurr, a quarter of respondents (n=2) said they did not use the Meals on Wheels service as it was too 
expensive and/or they did not like the food. 
 
Previously, one (1) person with disability reported that they had attended the Ngukurr Aged & Disability 
Service; however the service no longer collects people to attend the centre. The carer (who speaks for the 
person with disability) did not follow up why. This practice of not advocating for a person’s needs was 
consistent across the communities – many people identified that they would wait until someone asked them 
for a piece of equipment, housing modification or access to a service.  
 
The Shire (RGSC) provided data showed the following services being provided at Ngukurr as follows: 
 
Table 18 – Shire (RGSC) disability services provided (Source: RGSC) 
                                               
122 Charter aircraft operate to Katherine, Darwin, Gove and Groote Eylandt. 
0% 10% 
20% 30% 
40% 50% 
60% 
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6.1.3  Urapunga, level of care needs, and assistance support  
 
Due to the low numbers of surveys conducted at Urapunga 
(n=3), it is not possible to clearly define the care needs of 
those disabled people at Urapunga, or the situation for their 
carers.   
 
Survey data was too small to make any informed comment on 
the level of understanding of western health concepts, carer 
responsibilities or home environment.  There is one person 
with MJD living in the community, and one with mental illness 
who were surveyed. 
 
The MJD profile of this community can reasonably be expected 
to increase as the person with MJD has a very large family (12 
children and 42 grandchildren) who are regular visitors to 
Urapunga (majority who reside in Ngukurr, around an hour 
away) and often base themselves in the community for several 
months a year.  
 
6.1.4  Unmet needs  
 
• Enhanced community support services - especially 
personal care, meals provision and community transport. 
 
Survey respondents, the community service provider 
(RGSC) and the NT DoH A&DP all noted that the 
community service capacity at Ngukurr is currently only 
able to cater for those with low care needs.  All also 
acknowledge that this falls far short of meeting the needs 
of people with disabilities in this community. 
 
• Specialist allied health therapeutic interventions 
 
At Ngukurr there were roughly equivalent numbers of 
people with physical (56%) and non-physical (44%) 
disabilities that were surveyed as part of this project.   
 
It is important to note that NT DoH A&DP data reflected a 
case load at Ngukurr with 50% non-physical and 25% 
physical disabilities and the highest proportion of people 
with a sensory disability at 25% - and this is likely to be 
more reflective of the actual disability profile given the limited surveys conducted.   
 
The high numbers of people with sensory disabilities would indicate that ensuring access to specialist 
allied health involvement for developing appropriate treatment programs will be a priority for this 
community. 
 
It is also reasonable to assume that the numbers of physically disabled people will continue to climb at 
Ngukurr (and Urapunga) given the prevalence of MJD, a fast growing population and high projected 
chronic disease load.  
 
The very high care needs of both groups, but particularly the MJD cohort outstrip informal carer 
capacity.123 These families will increasingly require support to look after their loved ones (personal care 
                                               
123  People with severe stage MJD require 2 person assists for all personal care and transfers and can take over an hour to complete a 
meal. 
  
A man living in a small satellite community has a 
progressing physical disability acquired before 
turning 65. His wife and carer also has multiple 
medical issues including disabling chronic 
disease. 
12 people live in the 4 bedroom house. There is 
no functioning hot water. An access ramp has 
recently been constructed according to Australian 
standards, however it appears that wet weather 
erosion has contributed to a substantially 
increased gradient at the base of the ramp where 
it abuts the ground. 
Despite being a competent manual wheelchair 
user, well able to mobilise on flat and mildly 
inclined surfaces, the gentleman is now not able 
to independently use the ramp – to enter or 
leave his home.  This is not helped by the 
absence of anti-tip wheels on his government 
provided wheelchair. 
Other essential safety adaptations to the home 
(grab rail installation) have been prescribed in 
excess of 12months ago, and submitted to the 
appropriate government housing authority.   
They are yet to be actioned.   In the absence of 
appropriate equipment/modifications the man sits 
on the floor to shower. There is no hand held 
shower head.  Transfer assistance from the wet 
floor to standing is demonstrably dangerous. 
In order to minimise his risk of harm these 
essential modifications will now be funded by an 
NGO.  
All care is provided by his wife. She reports he 
has disrupted sleep (and therefore she does) and 
requires assistance 24/7.   She prepares his 
clothes for showering, does his washing, 
shopping and cooking. She provides all mobility 
and transfer assistance and attends cultural or 
community activities with him to provide care 
(mobility/food).  
There are no community support services at all 
available in the community and only one day 
week of primary health care support. 
His Carer (wife) wants respite; however, the man 
is reluctant to be without her. They have been on 
a holiday to Darwin funded by an NGO. 
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and overnight respite in particular) and the current services and facilities are in no way appropriate to 
accommodate the need.   
 
• Transport 
 
Transport was a significant unmet need at Ngukurr. All survey participants said that they wanted 
additional transport to assist with shopping, banking or attending services and/or cultural events. 22% 
said that they did not always have transport to access essential services (such as the bank, shops and 
Centrelink) and 29% of participants reported the lack of transport the main barrier to attending cultural 
activities, which are vital to promoting social inclusion, was assistance getting to them, including 
transportation.  
 
•  Mental health 
 
Survey participants were not aware of mental health services in the Ngukurr community for people with 
disabilities. However, those who did report their main disability being a mental health condition 
reported accessing services in Katherine when required. 
 
Service providers acknowledged that mental health disabilities were not well catered for at all in 
Ngukurr.  This was particularly an issue with regard to medication and the ability of family 
members/carers to provide appropriate supervision and assistance to mentally ill family members. 
 
• Home environment 
 
Survey participants raised numerous issues.  These included: 
o Home modifications - 44% of those surveyed had been waiting for at least one modification; 
some for in excess of 12 months. 
o Home basics - 50% did not have access to a washing machine, 13% of people did not have a 
refridgerator and 17% who required a bed frame due to their disability did not have one and 
slept on the floor. 
o Adaptive equipment - 56% of the people with disability surveyed at Ngukurr reported that they 
needed at least one piece of disability equipment.  This was the highest proportion of the 
communities surveyed and is likely to be reflective of the inaccessibility of the community to FiFo 
and DiDo services in the wet season (when the survey was conducted) and that at the time of 
the survey, due to staff shortages the main contact for the community was not qualified to 
prescribe and distribute specialised adaptive equipment. 33% of people at Ngukurr also reported 
not knowing who to ask for disability equipment they needed. 
6.1.5  MJD profile and predictions  
 
The data in this section includes all individuals from Ngukurr and Urapunga with MJD including those living 
in Darwin. 
 
There are two (2) people with the severe stage of MJD; two (2) people with moderate MJD; one (1) person 
with mild MJD; and 10 people being ‘monitored’ (which at 80% accuracy is included in figures as eight (8) 
people). 
 
There are 77 people in Ngukurr and Urapunga alive today ‘at risk’ of having MJD, and these people have a 
50% chance of having MJD if they have a parent with MJD, a 25% chance of having MJD if they have a 
parent ‘at risk’, and a 12.5% if they have a grandparent ‘at risk’. 
 
60% of all monitored, mild, moderate and severe clients receive services from the MJDF (lower than Groote 
Eylandt, as the MJDF currently provides a FiFo OT who visits Ngukurr/Urapunga around every 6 weeks).  Of 
the two (2) people with severe MJD, both live in community and receive some services from the Ngukurr 
community service provider (run by the RGSC). 
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 Total Live in 
Darwin 
Receive MJDF 
124services 
Receive RGSC 
services 
Receive NT DoH A&DP 
services 
Severe 2 0 2 2 2 
Moderate 2 0 2 2 2 
Mild 1 0 1 0 1 
Monitored 8 0 3 0 0 
  
Note that the services provided by the Ngukurr Aged & Disability Service are more limited than those 
provided in Angurugu.  
 
The graph below shows the current Ngukurr/Urapunga 2013 breakdown of mild (including monitored 
individuals), moderate and severe individuals with MJD, along with the projected figures for 2018 (+5 years) 
and 2023 (+10 years).  It is estimated that the number of symptomatic people will more than double in 10 
years.  Those with moderate and severe stages of the disease (and experiencing severe to profound core 
activity restrictions) is estimated to quadruple in 10 years time, putting additional strain on the health and 
community services of Ngukurr and Urapunga. 
 
 
 
Figure 40 – Ngukurr/Urapunga current and projected individuals with MJD (Source: MJDF) 
6.1.6  Ngukurr, level of service support 
 
Carer support at Ngukurr currently occurs primarily through the services offered for the client (DIHS, CACP 
etc) and through respite.  Both are provided by the Shire operated Ngukurr Aged & Disability Service for 
eligible clients.125    
 
Residential ‘off community’ respite is also available and involves the client visiting other family/communities 
or going to a residential facility in Darwin or Katherine.    
6.1.7  Urapunga, level of service support 
 
Despite CACPs being allocated to people in Urapunga, RGSC noted that they are unable to provide services 
to this community as a result of lack of service infrastructure (vehicles), inaccessibility (the community can 
be cut off by rising waters of both the Wilton and Roper Rivers for weeks at a time), cost and distance.   
 
Sunrise Health provides a nurse only outpatient clinic (primary health care service) one day a week (on a 
Wednesday). If people require assessment or follow up with a GP, they must attend the Sunrise Health clinic 
                                               
124 MJDF services are not funded through government disability program funding 
125 Must have a CACP, ISP, EACH or EACH D  (High needs) 
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in Ngukurr via their own means of transport. Again, due to geographical location, the community can be cut 
off from Ngukurr for weeks at a time during the wet season. There is an airstrip for emergencies.  
 
6.1.8  Unmet needs - services, transport, respite 
 
There is a need to expand and enhance the capacity of the 
existing respite services, to implement a comprehensive 
system of review of clients and carers needs and to ensure 
that respite is provided across the spectrum of disability need 
(not just to those with high needs).  Currently the highest 
needs are consuming all of the service capacity creating a 
‘knock on’ effect whereby carers of people with moderate 
needs are not able to access support increasing the risk of 
carer fatigue and ‘burn out’.  
 
There is no transport provided for people with a disability 
when they access out of community respite at present, neither 
RGSC or Carers NT fund travel to the respite facility – this 
forces people to rely on the goodwill of others travelling into 
Katherine. 
 
Accessible community transport is an overwhelming need.  
There is no public transport in the community and limited 
disability accessible transport within it.  
6.1.9  MJD profile - lack of carers, burn out 
 
The high care needs associated with MJD places extreme demands on both the informal carer network and 
community based services.  Individuals with the severe stage of the disease require 24/7 care, two (2) 
person assists for personal care and transfers and can take over an hour to complete a meal.  
 
Due to its genetic nature, sometimes a carer has MJD themselves126, or may be looking after other family 
members with MJD (or for another person with disability or chronic disease), or looking after children of 
parents who have MJD or who have passed away with MJD.   
 
There are currently 2 people in the communities of Ngukurr and at Urapunga who have severe MJD and 
escalating care needs.  In both cases there is evidence of carer fatigue.  There will be a need to carefully 
coordinate respite and other forms of carer support to assist these families. 
 
 
                                               
126 People with mild/moderate MJD experience sleep disturbances, visual disturbances, balance problems and mild incontinence. 
 
The lack of formal community support services 
frequently gives rise to examples of community 
spirit and goodwill in very remote settings. In one 
very remote community the local Store Manager 
assists a female carer with her son who has 
disabling mental health condition of unknown 
aetiology.   
The young man takes daily antipsychotic 
medication without which he has delusions and 
bouts of psychosis.  When on his medication, he 
appears to be relatively stable.  The family 
receives no HACC/DIHS services, and the clinic is 
only staffed on Wednesdays. 
If his mother has to leave the community for any 
reason, the Store Manager takes the son’s tablets 
down to him every night with a drink and ensures 
he takes them.  She says that no one else in the 
community is able to consistently get him to take 
his tablets except her. 
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6.2 Disability services in Ngukurr/Urapunga 
6.2.1  Ngukurr - Types of services  
Agency/ Organisation Employees On-site Operating 
hours/ 
Frequency 
Current 
number of 
clients 
Types of services available 
 
Ngukurr Aged & Disability 
Service  
Coordinator – Cert IV Dip. 
Case Management 
3 x Care Worker – 
unqualified 
2 x CDEP Workers – 
unqualified 
Yes  
 
Mon-Fri  
(7:30am-
3:00pm) 
24 clients, 
including 8 aged 
• Community Aged Care Packages  
• HACC services 
MJD Foundation OT (DiDo/FiFo) No 6 – 8 week 
intervals (3-5 
days per visit, 
combined with 
Urapunga) 
13 clients 
(incl. Urapunga) 
• Supply and fitting of specialised aids (client and their 
house) 
• Advocacy for housing, employment etc and referrals to 
specialists (via NTG provider) 
• Social and emotional wellbeing support, including 
individual and group activities 
Sunrise Health Service Clinic Manager 
Doctor (FiFo) – 4 days per 
week  
5 x RN  
Aboriginal Health Workers 
Yes Mon-Fri  
(8:00am – 
4:30pm) plus 
after hours for 
emergencies 
 • Primary health care 
• Acute Care 
NT DoH A&DP Disability Coordinator – 
unqualified but 8 years 
experience in disability 
services 
PT (DiDo/FiFo) 
No 6 – 8 week 
intervals (2-5 
days per visit) 
22 clients  • Individual therapy 
• Supply and fitting of specialised aids (client and their 
house) 
Frontier Service Katherine No   • Respite for people who are aged (over 50 years), which 
includes people over 50 with disability. 
o Katherine Hostel (low level care needs) 
o Rocky Ridge (high level care needs) 
Step Out Community Access 
Service 
Katherine No   • Respite for adults aged under 50 with a disability 
NT Friendship & Support Katherine No   • Respite for children  
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Carers NT Katherine No   • Respite for people who are aged (over 50 years), 
including people over 50 with disability. 
• Hostel accommodation (such as Corroboree Hostel – 
accommodation only – no provision of meals/ care etc.) 
6.2.2  Urapunga - Types of services  
 
Agency/ 
Organisation 
Employees On-
site 
Operating hours/ 
Frequency 
Current number of 
clients 
Types of services available 
 
MJD Foundation OT (FiFo/DiDo) No 
6 – 8 week intervals 
(3-5 days per visit, 
combined with 
Ngukurr) 
1 client 
• Supply and fitting of specialised aids (client and their 
house) 
• Advocacy for housing, employment etc and referrals to 
specialists (via NTG provider) 
• Social and emotional wellbeing support, including 
individual and group activities 
Sunrise Health 
Service Nurse Yes 
DiDo Nurse - visits 1 
day per week  
• Primary health care 
NT DoH A&DP OT (FiFo) No Every 6 weeks 1 client 
• Supply and fitting of specialised aids (client and their 
house) 
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6.2.3  Service Provider feedback 
 
• Lack of feedback systems and appropriate on the 
ground case management systems make coordinated 
care difficult at the community level. 
• A general lack of appropriate education to community 
members about their disability and how to connect 
with services has contributed to a fear of the 
unknown and reduced uptake of services. 
• Gaps in current disability care include: 
o Provision and distribution of incontinence aids 
o Respite transport. 
6.2.4  Barriers to delivering l isted services 
 
• Insufficient funding127. 
• Service infrastructure. 
• Staff accommodation. 
• Staff recruitment and retention. 
• Staffing – insufficient to provide all services. 
• Training for staff to ensure competency.  
• Community disruption – break-ins, vehicle sabotage 
and theft. 
• Providing urgent unfunded services such as palliative 
care and discharge coordination and the consequent 
reduction to funded service capacity. 
6.2.5  The gaps 
 
• Limited DIHS and higher care support128. 
• No therapy services. 
• Inadequate community transport. 
• Mental health support services e.g. life skills/day 
program. 
6.2.6  Mismatch betw een level of services available 
and needs of community  
 
• There is need for enhanced DIHS and access to 
respite – including transport to get to respite. 
• There is a need for life skills/day programs and 
therapy programs. 
• There is a need for mental health services for both 
people with mental illnesses, and those with non-
physical disabilities. 
 
 
 
 
 
 
 
                                               
127  High freight costs inadequately compensated for in funding and budget allocation, high administration costs and models which 
inadequately compensate staffing and infrastructure expenditure. 
128  Eg. meal modification (puree etc)  not always possible 
 
The wish of people who have been relocated to 
supported accommodation facilities, to return ‘to 
country’ to die, is an acknowledged right, 
supported (at least in theory), by most of the 
health and community service sector. 
Difficulties frequently arise however enacting 
these wishes.  There is reportedly little in the way 
of resources dedicated to ensuring that 
appropriate support of people within very remote 
communities in their last days is possible.  The 
overwhelming response in this survey is that it is 
only possible by placing significantly strain on 
already overstretched community based services.   
An irony in this process, is that the same services 
that were clearly incapable of providing support 
to the person while living in the community (local 
clinic and aged/disability services) are expected 
to provide an arguably/often higher level of care 
to that person, and their often frightened and 
disoriented family carers for the final days/weeks 
of their lives – without the additional resources 
required to do so.  Few communities have on site 
equipment stores or a pool of casual staff to 
assist and so accommodation is made with 
existing resources as best as possible. 
Several reports were made in the process of this 
investigation of the difficulties involved in 
providing the equipment, medical and financial 
support, and services that are necessary.  All 
acknowledged that advice and long distance 
support is available thru the palliative care 
service of the NT DoH and that this was 
invaluable.   
As this report documents repeatedly, community 
health services and community aged and 
disability service providers are uniformly 
stretched to capacity and are unable to provide 
the services they do receive funding to perform. 
The additional care of severely ill people for 
weeks and sometimes months at a time is not 
catered for in their budgets or staffing 
allocations.   
The impact on the services is significant and 
results in even less capacity to provide funded 
services. 
 
 
 In one remote community the 
accessible vehicle allocated to the aged and 
disability service has been sent off community for 
repairs.  Despite now being repaired, the vehicle 
remains in the town where the repairs were 
conducted, as the unsealed roads have been 
deemed too rough for the vehicle to be driven 
back and there is no funding allocated for the 
vehicle to be otherwise transported.  In the 
interim the service is sharing a vehicle with 
another community service. 
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7 Findings - limitations 
7.1.1  Unpublished data sources, including service provider survey data 
 
Obtaining unpublished service data for the communities surveyed was limited by: 
• Already overstretched services ability to provide up to date information; 
• In some communities there was not an ‘on the ground’ service (i.e. only a FiFo/DiDo service) and 
therefore, no one could provide information;  
• Some services did not disaggregate by community due to privacy concerns; and 
• Only those accessing services are recorded. 
 
As data received was de-identified, researchers could not provide a ‘disability prevalence’ number, just a 
range, as people could be accessing multiple services (e.g. Shire Aged & Disability Service, NT DoH A&DP 
and MJDF). 
 
No data was received from the NT DoH primary health care clinics (covering Angurugu, Umbakumba and 
Milyakburra) due to the tight timeframes of the project and the clinic being understaffed, and the Clinic 
Managers being on annual leave. 
 
The NT DoH A&DP data only includes those people who have been referred to the program and are 
receiving services – which generally means they have a profound or severe core activity limitation. N.B. 
There were 4 people surveyed who had profound or severe core activity limitation but had not been referred 
to the NT DoH A&DP. 
 
MJDF – The MJDF has a comprehensive understanding of all community members across the categories of: 
• MJD (mild, moderate, severe) – diagnosed either through a molecular blood test or through a 
neurological assessment (SARA rating) combined with being ‘at risk’. 
• Monitored – which means they have either self-reported to the MJDF or had family members raise 
concerns with the MJDF, yet they have no neurological assessment giving them a SARA rating.  
• At risk of having MJD – which means they have a parent or grandparent with MJD. 
 
There are however, limitations to the data presented in this report. As work progresses with Associate 
Professor John MacMillan along with a prospective partnership with CDU’s Northern Institute around 
population analysis, and as the MJDF continues to work with families to conduct neurological assessments 
and refer people for molecular blood tests, and as those people alive today in the younger generations move 
into the mild stage (giving us more data to demonstrate the anticipation effect seen in the research), the 
data will continue to increase in accuracy. 
7.1.2  Surveys, People w ith Disability and Carers 
 
Data limitations are inevitable in any type of research and particularly in the context in which this study was 
carried out (very remote Indigenous communities where English is not the first language and different 
understandings and explanations for disability prevail). Prior to conducting the on the ground surveys the 
researchers identified the limitations of their methodology and, where possible, mitigated the impacts on 
data quality and reliability. 
7.1.2.1 Sample size 
 
Due to project time constraints and accessing persons with disability and/or their carers due to ‘sorry 
business’/cultural respect129 a person’s temporary relocation to urban areas to access medical services or 
relocation to outstations130, the researchers were unable to survey every person with a disability in each 
community. For example, across the communities, NT DoH A&DP reported providing services to 74 people 
with disability, in comparison 49 surveys were conducted – approximately 66% of the NT DoH A&DP target 
group. 
                                               
129 This significantly impacted on survey collection in Ngukurr and Urapunga 
130 This impacted survey collection in Angurugu, Umbakuma and Galwin’ku 
Findings - Limitations 
89 
 
 
In order to analyse whether a representative sample was collected, the survey included questions on age, 
gender, and disability type (disability profile). 
 
The sample size did not capture the young cohorts of people with disability when compared to NT DoH 
A&DP data (median age of 42 years compared to 32 years from the NT DoH A&DP). Only one person with a 
disability surveyed was aged under 20 years (2%), compared to Census data (16 people or 12% of all 
persons with disability in the 6 communities) and NT DoH A&DP data (19 people or 26% of all persons with 
disability in the 6 communities). The researchers were limited by: lack of awareness of young people with 
disability (NT DoH A&DP data was provided after the surveys were conducted), data collection was during 
school term (therefore parents and children were not available in the one location), a lower level of pre-
existing relationships with education providers (compared to community based service providers) and the 
potential ‘shame’ community members may have felt at referring researchers to young people with 
disabilities.  
 
The table below highlights that for four of the disability types, there was less than an eight percentage point 
difference (+/-) between the data sets. However, one of the categories - chronic disease related disability, 
was over sampled. The higher sampling rate for the chronic disease related disability was partially due to the 
fact the surveys included people aged over 65 years (but who had acquired their disability prior to turning 
65) unlike the NT DoH A&DP data, which did not include anyone aged over 65 years. The under sampling of 
young people, partially reflects the under sampling of people with an intellectual disability.  
 
Source Physical 
% 
Intellectual 
% 
Chronic 
Disease 
related 
% 
Mental 
Health  
% 
Sensory 
 
% 
ABI 
 
% 
NT DoH A&DP 57% 45% 5% 11% 14% 14% 
Survey data 59% 22% 31% 18% 22% 18% 
Difference +2% -23% +26% +7% +8% +4% 
Table 19 – Disability type, all communities, by data source (Source: multiple sources) 
7.1.2.2 Reliability 
 
The reliability of the survey data is limited by the self-reported nature of the surveys (as opposed to a full 
assessment performed by a health professional). To mitigate errors in self-reporting, or to reduce the 
prevalence of non-response, where possible, the researchers verified information with family, interpreters 
and service providers (within the ethical parameters). Often, participants chose to be interviewed with one 
or more family members present, enabling a more accurate picture to be captured (particularly for those 
with intellectual disabilities). 
 
The reliability of the data needs to be viewed in the context of conducting research in a population where 
English is not the first language. To mitigate this, surveys were conducted face to face and with interpreters 
and in simplified English. The interpreter or researcher rephrased the question if the person did not fully 
comprehend the question. There was no time limit put on the collection of each survey (e.g. 10 minutes). 
However, due to time constraints, the longer surveys took, the fewer were collected. 
 
The final reliability limitation was accounting for cultural sensitivities, including ‘shame’ such as people 
downplaying their needs. The researchers attempted to mitigate this as much as possible by reaffirming that 
the survey responses are private and confidential. 
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8 Discussion 
8.1 Funding 
 
Historically, disability specific service provision in communities appears to have been allocated reactively, 
needs assessments have been made by people with variable capacity/training and appears at best to have 
been in response to a needs profile no longer discernible, at worst arbitrary.  
 
There are wide discrepancies between the services available from one community to another – most of 
which can be attributed to the past and current availability of appropriate funding and the capacity of those 
in management roles to advocate and apply for funding.  Shire service providers are attempting to remedy 
this, with reallocation of resources within regional areas in response to actual need.  It is however, a process 
in its early stages and there is no doubt that there are still significant inequities experienced from community 
to community.  
 
The actual levels of funding allocations are also demonstrably inadequate.  All service providers noted an 
inability to provide the range of services necessary as a function of resources. Issues pertinent to real costs 
in very remote locations do not appear to have been adequately factored in to current finding allocations – 
in particular freight and transport imposts. Service specific on-costs and administration costs were also 
consistently raised as problems either not realistically accounted for in block funding or too high in 
themselves as were staffing recruitment and relocation related costs. 
 
There is the potential for an innovative approach to these administrative issues through the use of NBN and 
its remote satellite based services. Skilled administrative labour and secure record systems could conceivably 
be sourced through real time use of services in larger urban areas rather on site staff. 
 
Reliance on Aged Care sector resources is very evident, particularly in the case of buildings, equipment and 
machinery, and operational costs provided by the EASC across Angurugu, Umbakumba and Galiwin’ku.  Aged 
funding funds over 80% of operational costs (when under 40% of their clients are frail aged).  No disability 
infrastructure in any of the six communities has been funded by Government disability programs. Funding in 
all cases has been provided through Aged Care budgets, or other non-Government sources.  Accessible 
vehicles have not been supplied within government disability funding at all. 
8.2 Housing for people with disability 
 
Not only did this study confirm that people in the very remote communities surveyed had high levels of 
disabling conditions, it also reinforced that, overwhelmingly, and despite six years of the 
“intervention/Stronger futures” initiatives, they still live in very substandard conditions.  Overcrowding, and a 
lack of basic household amenities such as hot water, refrigeration and laundry facilities were features of 
daily life reported frequently by people with disability and their carers. 
 
Home modifications and the installation of adaptive equipment necessary to ensure the safety of disabled 
people and their carers alike take too long to be implemented, creating unacceptably high risk situations. 
Scenarios where people with a disability had been waiting in excess of 12 months for essential modifications 
to ensure their safety were commonly reported in the study.  Inability to implement the recommendations of 
allied health professionals on the basis of lack of resources was also encountered. An oft stated reason for 
the refusal to implement such recommendations was that they were ‘excessive’ – a view that is at best 
discriminatory.  Reports of accidents and injury as a result of unsafe homes were also noted. 
 
Limited funds, poor collaboration between discrete agencies or  ‘departments’ and a lack of skilled advocacy 
on the part of  people with disability and their carers perpetuate these problems and will not be addressed 
adequately without a systemic and collaborative agency approach. 
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8.3 Community infrastructure 
 
Substandard conditions were not limited to homes. Extreme weather conditions, flooding wet seasons and 
very hot and humid temperatures are not moderated at all by the uniformly poor, and poorly planned basic 
infrastructure evident in each community.  Most notable, the lack of proper drainage, kerbs and gutters, 
graded access, street lighting, sealed roads and footpaths – even in newly built areas.    
 
The lack of this basic infrastructure, so much taken for granted in wider Australia, has a disproportionate 
impact on a person with disability or their carer in very remote locations. It is particularly important given 
the high rates of physical disability found in these communities. 
 
Simple tasks such as being independently able to attend to medical needs, shopping, banking, collecting 
mail, attending church, attending social engagements or going to work are rendered impossible by sandy, 
boggy or potholed surfaces, lack of level footpaths, and limited or no accessible public transport create an 
unwelcome reliance on others.  Service providers and residents alike are sometimes unable to even access 
homes because of flooded driveways or damaged road surfaces.  Not only are people in these communities 
exposed to a lower level of disability specific service provision, but their physical safety inside their homes 
and access to the community outside it is much more restricted than their counterparts in less remote 
regions.   
 
For real change to occur, it will be necessary to draw attention to these issues at the highest level and to 
develop strategic responses.  The authors of this report recommend that DCA consider initiatives to support 
improvement to disability access across remote and very remote Australia to bring it closer to Australian 
standards as an urgent initiative. 
 
As a first priority, community Aged & Disability Services providing care to people with disabilities such as the 
Umbakumba facility should be assessed and upgraded to meet minimum Australian Design Standards. 
8.4 Scope of disability services in community 
 
Realistically, the majority of service provision in these very remote communities, whether allocated ‘high’, 
’medium’ or low’ was firmly biased towards the low level, and therefore low skill/cost, attendant care.  
 
Basic HACC level services such as Meals on Wheels are generally provided in a consistent and timely manner 
in all of the communities despite, until very recently in some cases, extremely poor facilities. Other low level 
support services such as laundry assistance varied significantly from community to community- apparently as 
a function of expressed need and or management priorities for service.   
 
Personal care assistance was problematic in several communities as a result of inadequate facilities or 
staffing levels and sometimes transport to attend a facility. Where it was available, uptake was enthusiastic 
and the impact on the health and well-being of disabled people and their carers significant. 
 
Access to disability specific community transport was uniformly low, and recognised by service providers and 
consumers as completely inadequate. 
 
Day programs, designed to provide for the individual needs of the person with disability and to effect 
‘natural respite’ for carers were only available in two communities131. This is a critical need and should be a 
priority for service augmentation.  In particular, there is a need for better programs for young people with 
disabilities and better mental health programs for people with disabling mental health conditions. 
 
Substantial barriers to a full suite of community support services to disabled people consistent with avoiding 
residential care were nominated by service providers as a significant issue. Consensus is that these barriers 
must be addressed before realistic service improvements to improve capacity can be achieved. 
 
                                               
131 A third community, Umbakumba had a very limited day program. 
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Significant issues to be tackled include; inadequate funding of services, staffing recruitment and retention, 
inadequate buildings and facilities and distance case management, inefficient communication of information, 
and complex and lengthy referral and assessment processes.   
8.5 Respite 
 
Respite is an important component of support services to people with disabilities and impacts significantly on 
the well-being of carers. It is often one of the only tangible means of support provided consistently in many 
communities for some years. However, it is also a poorly understood concept often confused with the 
provision of actual supported care. 
 
Respite aims to: 
• maintain the relationship between family and person with a disability, 
• assist with supporting more people to be able to stay in in their homes and community, 
• be part of an integrated service system,  
• reduce the drain of resources through residential care. 
 
Respite can be defined as the break provided to a person who, through family relationship or friendship, 
looks after a frail older person or someone with a disability or chronic illness. The very stressful nature of 
this work means a carer needs to be supported to able to take breaks from their caring role. 
 
The term ‘respite effect’ refers to assistance that results in an indirect respite effect by relieving the carer of 
other tasks of daily living as well as the care recipient participating in lifestyle options such as attending 
schools and child care. 
 
The following services were identified during the surveys as being funded through NRCP: 
o Carers NT Respite Services (Carers NT) 
o East Arnhem Mobile Respite (Anglicare NT) 
o Mungkadinamanja Respite Service (EASC, Groote) 
o Troopy Program (Carers NT) 
o Wulagi Community House (Carers NT) 
o Step Out (Adults-Katherine) 
o NT Friendship and Support (Children-Katherine) 
 
Respite may also be directly allocated through an ISP for eligible individuals, whereby the NT DoH resources 
the respite option directly with the provider (eg. Healthscope or Carpentaria Disability Services). 
 
A very clear picture became evident that in those communities surveyed, carers and clients were under-
supported to such an extent that emergency out of community respite has become a ‘safety valve’ in a very 
stressed and stretched care relationship.   
 
Emergency respite ‘out of community’ is regularly sought for high support needs clients whose carers have 
reached breaking point. These are clear signals that they simply do not have the capacity to continue, or are 
failing to care adequately for their loved ones in times of extreme stress or even, becoming abusive to the 
point of sometimes occasioning harm. Numerous examples exist of harsh treatment arising from stress and 
frustration sometimes occasioning actual abuse by carers which has been dealt with via Police actions such 
as AVO (or similar) in some communities. 
 
As a result of this, the intention of respite, as a planned support measure is thwarted, as those with the 
highest care needs consistently require the most respite ‘bumping’ those with lower needs from the priority 
list.  This ultimately contributes to carer breakdown in those relationships too. 
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8.6 Residential care in community 
 
The capacity to provide some form of residential care within communities is an essential component of the 
of care options necessary to support people with disabilities and their families.   
 
While it is the aim of most community service programs to keep people out of permanent residential care, 
the reality is, that in a context of disproportionate ‘very high’ support needs there is an unavoidable need for 
out of home support. Compounding this primary need is the significant stress on the informal carer capacity 
and poor home based conditions.  
 
The capacity to provide this support within the community, in a flexible manner that is responsive to the 
needs of those with disabilities, will become increasingly important as the numbers of those requiring high 
support increases, as is anticipated (and as the MJD cohort matures).  
 
At present when care needs move beyond the community service capacity available, they are relocated to 
supported accommodation facilities in urban centres hundreds of kilometers by air from their families. The 
distress this causes is difficult to articulate but is a very real expressed fear in respondents with disabilities 
and their carers in the region. Refusal to relocate occurs and this places a disproportionate burden of care 
on family carers and community services. The impact of these issues is raised in the 8.5 above. 
 
Of the communities surveyed, only Angurugu had suitable infrastructure in place to provide high care 
residential support within community at this time, it lacks however sufficient funding to operate 24/7.  It is 
important to note further, that this facility was DoHA funded and any use by those who do not meet the 
demographic criteria will need to be negotiated and is not guaranteed. 
 
There exists an urgent need to establish residential care capacity at Galiwin’ku.  The community is large and 
has a complex and underserviced disability profile.  It is likely that the same or similar issues with regard to 
sufficient funding and arrangements for facilitating both aged and disabled people will need to be worked 
through for this to occur. 
8.7 Community transport 
 
The ability to access general community services and in some cases even the disability specific support 
services is severely compromised in all of the locations visited.   
 
All services and consumers reported a range of issues and problems accessing and providing transport 
ranging from simple lack of allocation of accessible vehicles, to complex repair and maintenance problems 
occasioning very long periods of lack of access to allocated vehicles. 
 
No community surveyed had access to an accessible vehicle for school and there are currently at least two 
school aged children who require disability accessible transport.  
 
8.8 Tension in models of disability 
A medical model of disability is a socio-political model by which disability, being the result of a physical 
condition, and which is intrinsic to the individual (it is part of that individual’s own body), may reduce the 
individual's quality of life, and causes clear disadvantages to the individual. 
The medical model tends to believe that curing or at least managing illness or disability mostly or completely 
revolves around identifying the illness or disability from an in-depth clinical perspective (in the sense of the 
scientific understanding undertaken by trained healthcare providers), understanding it, and learning to 
control and/or alter its course. By extension, the medical model also believes that a "compassionate" or 
“just” society invests resources in health care and related services in an attempt to cure disabilities 
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medically, to expand functionality and/or improve functioning, and to allow disabled persons a more 
"normal" life. The medical profession's responsibility and potential in this area is seen as central. 
Using the social model of disability in the context of very remote Indigenous communities and applying this 
to the rollout of the DCA would support the findings of our surveys, whereby survey participants may  
prefer/prioritise the provision of an accessible bus for transport within their community above additional 
physiotherapy services (for example) in the community; or would rather laundry assistance to seeing the 
doctor more often; or more social and emotional wellbeing programs  to a telehealth psychological service. 
 
Figure 41 – A medical model of disability, MJDF 
A social model of disability posits that ‘disability’ is the result of the interaction between people living 
with impairments and an environment filled with physical, attitudinal, communication and social barriers. It 
therefore carries the action implication that the physical, attitudinal, communication and social environment 
must change so as to enable people living with impairments to participate in society on an equal basis with 
others. 
 
Discussion 
95 
 
 
Figure 42 – A social model of disability, MJDF 
8.9 Disability education 
 
Disability specific and culturally appropriate education has been poorly provided in these communities.  
There is evidence that a lack of awareness of cause and nature of disability has an impact on the capacity of 
people with disabilities and their carers to advocate for their needs and to engage with services.   
 
Where there has been a concerted effort to provide education to people with disabilities and their families 
about their condition and the options and opportunities possible to them, such as the MJDF education 
program, there is clear evidence of improved interaction with services, uptake of services and self advocacy. 
 
8.10 Continuous improvement strategies 
 
Consideration needs to be given to developing comprehensive systems for regular review of clients and carer 
needs in order to better plan required services (e.g. respite) and to avoid the need for acute/emergency 
services after care breakdown.  
 
The range of standards of care available and the lack of consistency across the communities (and in 
comparison with urban setting) in terms of assessment of disability level and needs is a concern and will 
need to be addressed to enable consistency and equity across the region.   
 
Consideration of context when assessing the needs a person with a disability has is very important, as is 
employing a ‘person centered’ approach to assessing and recommending care requirements. These should 
be   based on consideration of the person’s ability to access their community and engage in their life, rather 
than being focused on the disability itself. The implications of not doing this may be significant. 
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8.11 Communication/coordination across service providers 
 
Indigenous people with disability have a higher rate of case complexity compared to non-Indigenous 
Australians due to their higher rate of having a second or third disability and high rates of comorbidities as a 
result of chronic disease.  Surveys noted poor information exchange and communication/cooperation 
between service providers leading to an inability to provide optimal care.    Off site case management where 
the coordinator is not able to access quickly changing information and staff turnover is frequent is an 
additional barrier to ensuring responsive and appropriate care is provided.   
Where this occurs it is important to implement robust and collaborative information exchange on a regular 
basis and to involve a range of service providers. 
 
 
 
 Groote Client Supported Reference 
Group (GCSRG). 
To facilitate better exchange of information 
between service providers, the MJDF initiated and 
coordinated a meeting between local service 
providers.  The meeting provides a forum for 
collaborative case management and information 
exchange and is conducted by conference call 
every month.  The meeting focuses on the most 
complex cases for clients receiving medical, 
aged/disability community care, NT DoH A&DP 
services, and those attending off Eylandt respite 
or rehabilitation services in Darwin. 
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9 DCA MODEL – Can one size fit all? 
 
Throughout this Disability Audit, including the surveys conducted with community members and service 
providers and examination of the available information on the DisabilityCare Australia (DCA) model, 
important issues were raised. The issues outlined below need to be addressed or taken into consideration 
when designing and implementing the DCA model, including the relevant service delivery mechanisms, for 
remote and very remote Indigenous communities. 
 
DCA ‘cashed out’ (consumer choice) model verses block funding 
 
The current disability service system in very remote communities is largely based on block funding whereby 
the funding agency purchases a block of services from an organisation to be delivered to prescribed clients – 
including operational costs. The majority of these services are only delivered by one or two government 
agencies132. Block funded services are constrained by their circumstances (costs etc), contractual obligations 
and the requirements from the funding agency, rather than the demands of the clients.  
 
The inverse of block funding is a voucher or consumer choice system where market mechanisms operate to 
signal the desired types and levels of service. This study clearly indicates that such an approach would likely 
fail given the low levels of knowledge in the very remote indigenous “market” for disability services. Such 
approaches are far more likely to generate ‘rent seeking133’ behaviour in some service providers in the 
manner seen in the supply of other goods and services in these communities.  
 
In order to achieve the main objectives of the DCA – a person-centred model based on needs and increasing 
choice and flexibility – the evidence of this study suggest some broader issues need to be considered: 
 
In remote and very remote communities, there are very limited private specialist services because they are 
not financially viable (e.g. cost of FiFo or if located on-site having the demand for the service (small market), 
including regular attendance for scheduled appointments134). If block funding continues, how can services 
be oriented to being more responsive to the clients’ needs, rather than the funding agencies contractual 
obligations?  
 
The number of services currently provided under block funding are minimal and those specialist services 
which are provided are largely ineffectual (due to the infrequency of visits, the number of clients and the 
inability to implement follow-up preventative or therapy programs). To meet the needs of the clients and 
provide choice, how will additional providers be attracted to the communities? Particularly when facing 
significant infrastructure barriers (including, shop fronts/buildings and staff accommodation). 
 
The evidence of this study indicates that many Indigenous community members have a limited level of 
Western medical understanding of their disability and what they are entitled to and how to access the 
services and support they are eligible for. Under the DCA model, in order to ensure clients have informed 
choice, brokerage services can be accessed to assist with development of the individualised support plan 
(ISP) best suited to the person’s needs. Currently, no existing service, located within a community, could be 
identified as a brokerage service to assist with this for all people with disability135.  
 
An issue of concern therefore, is whether the proposed brokerage model will encourage new organisations 
to enter the market, driven by profit, and without the understanding of remote and very communities, 
including the cultural context (either on a FiFo model or located within the community). The limited number 
of brokerage services (likely to be only one) would not promote competition and possibly create a one size 
fits all individualised plan being “encouraged” for each client. Another issue identified in relation to 
brokerage services in other arenas (vocational education and training for the unemployed and financial 
                                               
132
  The exception in the communities surveyed is the MJDF who provides complementary services to existing government services for 
MJD clients 
133  ‘Rent-seeking’ is an attempt to obtain economic benefit by manipulating the social or political environment in which activities occur.  
134  Currently, a FiFo government specialist service receives payment regardless of attendance by the client. Generally, in remote 
Indigenous communities attendance to scheduled appointments is low and often, rely on the service visiting the client in their home 
and/or chasing them up and providing transport. 
135
  The MJDF was identified as a potential brokerage service for people with MJD. 
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products) is the relationships between brokers and service providers. This has the potential to see clients 
‘guided’ to certain providers, particularly in the context of ESL and low levels of medical/disability knowledge. 
There should also be a debate about how efficient inherently market based mechanisms are when dealing 
with and issue such as disability which is virtually impossible to ‘marketise’ and should ethically never be 
treated as such.  
 
Individual needs versus community needs and collective decision-mak ing 
 
As extensively noted in the literature and identified in the surveys, Indigenous communities have a 
preference for collective decision-making and communal resource allocation rather than favouring individual 
choice, market mechanisms and personal property rights as is more familiar to a western medical 
orientation. This preference will need to be considered when designing the DCA model for remote and very 
remote Indigenous communities. For example, when making decisions regarding a person’s health and 
support, generally a family is involved, with specific people who have responsibility to/for the person 
concerned involved to advise rather than just the individual person solely deciding. 
 
Indigenous people generally, and very remote community residents are mobile and have a preference for 
flexibility by moving between communities and coming into and out of service provider’s ambit. This is a 
significant and core cultural difference between the indigenous tradition and that of western societies. The 
desire to maintain this cultural identity for flexibility/mobility and family/communal resource allocation, was 
highlighted in surveys.  
 
Participants also often indicated different priorities to those traditionally favoured by service providers for 
example wanting a community transport option or laundry service, or communal household items (such as a 
fridge) rather than disability-specific services or equipment item (e.g. shower chair). Balancing these issues 
in order to maintain the best outcomes for the client will be challenging and require good consultation and 
clear information exchange. 
   
Systemic issues: infrastructure and labour supply 
 
Unsurprisingly, all existing service providers reported funding was a significant, if not, the most critical 
barrier to providing the level of service stated and the level of service required to meet the needs of the 
community. Generally, services are not provided adequate funding levels to deliver services in very remote 
communities. The higher cost of goods (freight costs), services (FiFo or client travels to urban area) and 
training (FiFo or employee travel to urban area) are not fully covered by the funding agency. In addition, if 
an employee is away (leave or training or a vacancy) no backfill is provided (due to lack of funding and 
labour market constraints) or if a service vehicle or other piece of vital infrastructure or equipment requires 
repairs, a temporary replacement is often not available and therefore there is a reduction or cessation of the 
service. This is compounded by the poor state of transport infrastructure such as road which often mean 
that wear rates on components such as suspension system are significantly greater than in an urban setting. 
 
Across Australia, there is a shortage of qualified workforce participants in the disability and health care 
sector generally (DEEWR, 2012). A shortage of doctors, specialists and care workers will be compounded by 
the introduction and roll out of DCA. In remote and very remote Indigenous communities, the workforce 
supply issues are already significant and often services have staff vacancies for long periods. Even when 
relatively high salaries are offered (such as for doctors), a position is often unfilled. The disability care labour 
market is not characterised by high relative wage levels nationwide as these are generally a function of the 
level of overall funding for a given service. In the remote and very remote context wage levels are a 
significant constraint to attracting and retaining skills in this already tight market. There is also some 
evidence that the market for remote heath and community services skills generally is skewed by the 
demands of the high paying resource industries (i.e. mining) often found in the same or similar geographical 
contexts. There is therefore a concern that the roll out of DCA will place a higher demand on a small pool of 
labour, exacerbating existing workforce issues in remote and very remote communities. Additional areas of 
concern are providing a culturally competent workforce who can meet the needs of remote Indigenous 
Australians. 
 
The lack of existing infrastructure within the communities, and the lack of accessible buildings will prevent 
the expansion of existing services and prevent new services from establishing. No disability infrastructure in 
any of the six communities has been funded by Government disability programs. Funding was through Aged 
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Care funding, or other non-Government sources136. It is recommended that the government considers: 
competitive open funding rounds for disability service infrastructure / providing one-off capital for 
improvements to established buildings / or building a business/service hub which can be rented to service 
providers. 
 
Eligibility Criteria 
 
The current aged care and disability care systems implemented in remote Indigenous communities has clear 
age delineation for eligibility: 
• < 50 years old – Disability funding  
• > 50 years old – Aged funding (DoHA). 
 
In theory, this could mean that an Indigenous Australian aged between 50 and 65 living with a disability 
could be eligible for ‘both’ DisabilityCare Australia and Aged Care funding/services. Under the DisabilityCare 
legislation, upon a person’s 65th birthday, the person can choose to stay in the DisabilityCare system, or 
choose to move into the regular Aged Care system. A concern for both people with a disability and the 
service provider is the capacity for equality of care (i.e. a person-centred approach). A hypothetical issue 
which may arise is, while a local Aged Care centre may receive more funding if the person is under the Aged 
Care system, the person with disability may actually receive more services and support they ‘desire’ by 
staying in DisabilityCare. In very remote Indigenous communities, as confirmed by our survey results, few 
people knew about all the services available and often relied on service providers to advocate for them. 
 
There are also questions about how the two systems will operate concurrently, the transition processes from 
one system to the other and what happens to those people with a disability aged over 65 years (i.e. people 
who would have been referred to NDIS many years ago had NDIS already been in place – will the CEO of 
the Agency be able to determine their eligibility on a case-by-case basis?) 
 
An additional area of concern involves who will conduct the assessments for eligibility criteria. Questions 
exist surrounding the assessor’s qualifications and availability - how frequently they will be available to 
conduct assessments (e.g. FiFo or located onsite) are of importance. The current system involves long 
processes for ISP allocations and decisions (and therefore action) are often made out of community in 
Darwin where other priorities may dominate. There is less opportunity for communal involvement, and the 
context of the situation or changes are not able to be effectively monitored or fully understood.
                                               
136  There are examples of government funded equipment (eg. the pool hoist at Alyangula pool or the aircraft wheelchair lift being 
funded via FaHCSIA Intervention program through the MJDF), however it is not via disability funding programs. 
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APPENDIX A – Desktop Audit Results 
The following is an edited version of the Desktop Audit drafted as the second stage of this 
Disability Audit. The Desktop Audit provided information on the types of unpublished data 
available and the circumstances (such as prevalence rates and services) of each community. 
The information removed is to avoid duplication (i.e. the removal of information already 
contained in the main body of this report). 
Service Provision 
 
Figure 43 – Users of disability support services per 1,000 of the Australian population aged 0-64, by 
remoteness area 2010-11 (Source: AIHW, 2011b) 
This data is seen as indicative only as it is gathered based on postcode. 
Angurugu 
 
Angurugu - Indigenous population by age and sex, 2006 and 2026 
 
Figure 44 – Angurugu – Indigenous population 2006 & 2026 (Source: FaHCSIA RSD Baseline Mapping 
report) 
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Angurugu Disability prevalence 
Source: 2011 Census 
• 35 people need assistance for core activity (profound or severe disability) (4% of the 
total population) 
o 20 female and 15 male 
o 6 people were under the age of 24 years 
 
Age Males Female Total 
0-4 years 0 0 0 
5-14 years 0 0 0 
15-19 years 0 3 3 
20-24 years 3 0 3 
25-34 years 0 0 0 
35-44 years 3 5 8 
45-54 years 3 6 9 
55-64 years 3 6 9 
65 years and over 3 0 3 
Total 15 20 35 
Table 20 – Angurugu Disability prevalence – core activity assistance (source: Census 2011) 
 
HACC clients 2005-06 to 2008-09 – Source: FaHCSIA RSD Baseline Mapping report 
 
 
 
Table 21 – Angurugu HACC clients 2005 to 2008 (Source: FaHCSIA RSD Baseline Mapping report) 
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HACC provision of services for clients 2008-09 – Source: FaHCSIA RSD Baseline 
Mapping report 
Please note: these numbers are very low and are unlikely to represent the true services 
provided in 2008-09 
 
Table 22 –Angurugu HACC clients 2005 to 2008 details (Source: FaHCSIA RSD Baseline Mapping report) 
 
Centrelink payments June 2009 – Source: FaHCSIA RSD Baseline Mapping report 
In June 2009, there were: 
• 64 people receiving the Disability Support Pension, and 
• <20 people receiving Carer Payment. 
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Angurugu Carer Profile 
Source: 2011 Census 
• 82 people aged over 15 years provided unpaid assistance to a person to family 
members or others because of a disability, long term illness or problems related to 
old age (16% of the population aged over 15 years)  
o 66% of ‘carers’ were women. 
 
Unpaid assistance to a person with a disability  
 
Age Males Female Total 
15-19 years 0 6 6 
20-24 years 3 3 6 
25-34 years 11 13 24 
35-44 years 7 17 24 
45-54 years 3 7 10 
55-64 years 0 8 8 
65 years & over 4 0 4 
Total 28 54 82 
Table 23 – Angurugu – Unpaid carers (Source: Census 2011) 
 
Umbakumba 
Umbakumba is the second largest Indigenous community in the Groote Eylandt archipelago.  
 
Umbakumba Indigenous population by age and sex, 2006 and 2026 
 
 
Figure 45 – Umbakumba – Indigenous population 2006 & 2026 (Source: FaHCSIA RSD Baseline 
Mapping report) 
Appendix A – Desktop Audit 
106 
 
 
Umbakumba Disability prevalence 
Source: 2011 Census 
• 18 people need assistance for core activity (profound or severe disability) (4% of the 
total population) 
o 10 female and 8 male 
o None were under the age of 24 years 
 
Umbakumba Indigenous people who need assistance for a core activity 
 
Age Males Female Total 
0-4 years 0 0 0 
5-14 years 0 0 0 
15-19 years 0 0 0 
20-24 years 0 0 0 
25-34 years 0 3 3 
35-44 years 3 4 7 
45-54 years 5 0 5 
55-64 years 0 3 3 
65 years & over 0 0 0 
Total 8 10 18 
Table 24 – Umbakumba Disability prevalence – core activity assistance (source: Census 2011) 
 
Aged & Disabil ity Program clients 2009-10 – Source: FaHCSIA RSD Baseline 
Mapping report 
In 2009-10, in Angurugu and Umbakumba the NT DoH Aged & Disability program had: 
• 43 open cases 
• 16 referrals, and 
• 17 closed cases. 
 
HACC clients 2005-06 to 2008-09 – Source: FaHCSIA RSD Baseline Mapping report 
 
Table 25 – Umbakumba HACC clients 2005 to 2008 (Source: FaHCSIA RSD Baseline Mapping report) 
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HACC provision of services for clients 2008-09 – Source: FaHCSIA RSD Baseline 
Mapping report 
 
Table 26 – Umbakumba HACC clients 2005 to 2008 details (Source: FaHCSIA RSD Baseline Mapping 
report) 
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Centrelink payments June 2009 – Source: FaHCSIA RSD Baseline Mapping report 
In June 2009, there were: 
• 27 people receiving the Disability Support Pension, and 
• <20 people receiving Carer Payment. 
Umbakumba Carer Profi le 
Source: 2011 Census 
• 128 people aged over 15 years provide unpaid assistance to family members or 
others because of a disability, long term illness or problems related to old age (42% 
of the population aged 15 years) 
o 57% of 'carers' were women 
 
Unpaid assistance to a person with a disability  
 
Age Males Female Total 
15-19 years 3 5 8 
20-24 years 6 10 16 
25-34 years 24 26 50 
35-44 years 18 23 41 
45-54 years 0 9 9 
55-64 years 4 0 4 
65 years & over 0 0 0 
Total 55 73 128 
Table 27 – Umbakumba – Unpaid carers (Source: Census 2011) 
 
Umbakumba Aged & Disability Care service gaps – Source: FaHCSIA RSD Baseline 
Mapping report 
While day care and HACC services are provided to aged and disabled clients, the NT 
Department of Health has identified the following gaps in aged and disability service provision 
in Umbakumba: 
• There are no respite or high care or residential care beds in the community. The centre is 
only open Monday to Friday with no overnight respite options. 
• The building is old and small.  
• There is limited personal care.  
• There are ongoing problems with trained school staff for children with a disability. 
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Milyakburra 
Milyakburra is the only town on Bickerton Island, which forms part of the Groote Eylandt 
archipelago. 
M ilyakburra Disabil ity prevalence 
Source: 2011 Census 
• 12 people need assistance for core activity (profound or severe disability) (8% of the total 
population) 
o 3 female and 9 male 
o None were under the age of 24 years 
 
Milyakburra Indigenous people who need assistance for a core activity 
 
Age Males Female Total 
0-4 years 0 0 0 
5-14 years 0 0 0 
15-19 years 0 0 0 
20-24 years 0 0 0 
25-34 years 3 0 3 
35-44 years 3 0 3 
45-54 years 0 3 3 
55-64 years 3 0 3 
65 years and over 0 0 0 
Total 9 3 12 
Table 28 – Milyakburra Disability prevalence – core activity assistance (source: Census 2011) 
Milyakburra Carer Profi le 
Source: 2011 Census 
• 18 people aged over 15 years provided unpaid assistance to family members or others 
because of a disability, long term illness or problems related to old age (16% of people 
aged over 15 years)  
o 50% of 'carers' were women 
 
Unpaid assistance to a person with a disability  
 
Age Males Female Total 
15-19 years 6 0 6 
20-24 years 0 0 0 
25-34 years 0 0 0 
35-44 years 0 5 5 
45-54 years 0 4 4 
55-64 years 3 0 3 
65 years & over 0 0 0 
Total 9 9 18 
Table 29 – Milyakburra – Unpaid carers (Source: Census 2011) 
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Galiwin’ku 
Galiwin’ku is the largest town on Elcho Island. 
Estimated population 2006 and 2026 – FaHCSIA RSD Baseline Mapping report 
 
Galiw in’ku Indigenous population by age and sex, 2006 and 2026 
 
 
Figure 46 – Galiwin’ku – Indigenous population 2006 & 2026 (Source: FaHCSIA RSD Baseline Mapping report) 
Galiw in’ku Disability prevalence  
Source: 2011 Census 
• 48 people need assistance for core activity (profound or severe disability) (3% of the total 
population) 
o 19 female and 29 male 
o 14 were under the age of 24 years 
 
Galiwin’ku Indigenous people who need assistance for a core activity 
 
Age Males Female Total 
0-4 years 0 0 0 
5-14 years 3 0 3 
15-19 years 4 3 7 
20-24 years 4 0 4 
25-34 years 3 0 3 
35-44 years 0 4 4 
45-54 years 3 6 9 
55-64 years 7 0 7 
65 years & over 5 6 11 
Total 29 19 48 
Table 30 – Galiwin’ku Disability prevalence – core activity assistance (source: Census 2011) 
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HACC clients 2005-06 to 2008-09 – Source: FaHCSIA RSD Baseline Mapping report 
 
Table 31 – Galiwin’ku HACC clients 2005 to 2008 (Source: FaHCSIA RSD Baseline Mapping report) 
 
HACC provision of services for clients 2008-09 – Source: FaCHSIA RSD Baseline 
Mapping report 
 
Table 32 – Galiwin’ku HACC clients 2005 to 2008 details (Source: FaHCSIA RSD Baseline Mapping report) 
 
Centrelink payments June 2009 – Source: FaHCSIA RSD Baseline Mapping report 
• 234 people aged over 15 years provided unpaid assistance to family members or others 
because of a disability, long term illness or problems related to old age (20% of people 
aged over 15 years)  
o 55% of 'carers' were women 
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Galiw in’ku Carer Profile 
Source: 2011 Census 
• 234 people aged over 15 years provided unpaid assistance (20% of people aged over 15 
years)  
o 55% of 'carers' were women 
 
Unpaid assistance to a person with a disability  
 
Age Males Female Total 
15-19 years 8 15 23 
20-24 years 24 15 39 
25-34 years 23 40 63 
35-44 years 27 31 58 
45-54 years 13 18 31 
55-64 years 6 3 9 
65 years & over 4 7 11 
Total 105 129 234 
Table 33 – Galiwin’ku – Unpaid carers (Source: Census 2011) 
 
Galiw in’ku Aged & Disability Care service gaps – RSD Baseline Mapping report 
The NT Department of Health and Families has assessed the following need for aged and disability 
services in Galiwin’ku: 
• lack of respite service or services for younger people with a disability services of an 
‘outpatient nature’ 
• accesstootherhealthservices,includingpodiatry,audiology,dentistryetc.islimited 
• ongoing and discipline-specific therapy intervention are limited 
• unable to request individual funding for clients with a disability because the services 
currently on the ground (particularly Galiwin’ku Aged & Disability Service) are at their 
capacities (infrastructure and staffing) and would be unable to provide the care/services, 
even if it was funded 
• accessible facilities (the Galiwin’ku Aged & Disability Service is not accessible) 
• community-based workers with experience working with the aged and people with 
disabilities, or who could work with clients to implement therapy and rehabilitation 
programs 
• community-based respite (day and overnight) 
• respite outside the community is limited (accessing it—cost of charters, escorts etc.; 
availability and culturally appropriate locations). 
The Baseline Mapping report (2010) highlights that seven students are assessed as having a 
disability (one physical disability and six intellectual/learning disabilities). One full time teacher 
support these seven students. The report states that it is likely that up to 85 per cent of children 
may experience hearing loss, yet none are assessed as having a hearing disability. 
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Ngukurr 
Ngukurr is located on the Roper River on the mainland in the NT Gulf region. 
 
Ngukurr Indigenous population by age and sex, 2006 and 2026 
 
 
Table 34 – Ngukurr – Indigenous population 2006 & 2026 (Source: FaHCSIA RSD Baseline Mapping report) 
Ngukurr Disability prevalence 
Source: 2011 Census 
• 23 people need assistance for core activity (profound or severe disability) (2% of the total 
population) 
o 13 female and 10 male 
o 3 were under the age of 24 years 
 
Ngukurr Indigenous people who need assistance for a core activity 
 
Age Males Female Total 
0-4 years 0 0 0 
5-14 years 0 0 0 
15-19 years 0 3 3 
20-24 years 0 0 0 
25-34 years 3 0 3 
35-44 years 0 0 0 
45-54 years 0 6 6 
55-64 years 4 0 4 
65 years and over 3 4 7 
Total 10 13 23 
Table 35 – Ngukurr Disability prevalence – core activity assistance (source: Census 2011) 
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HACC provision of services for clients 2008-09 – Source: FaHCSIA RSD Baseline 
Mapping report 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Centrelink payments June 2009 – Source: FaHCSIA RSD Baseline Mapping report 
In June 2009, there were: 
• 48 people receiving the Disability Support Pension, and 
• <20 people receiving Carer Payment. 
  
Appendix A – Desktop Audit 
115 
 
 
Ngukurr Carer Profile 
Source: 2011 Census 
• 126 people aged over 15 years provided unpaid assistance to family members or others 
because of a disability, long term illness or problems related to old age (20% of the 
population aged over 15 years) 
o 53% of 'carers' were women 
 
Unpaid assistance to a person with a disability  
 
Age Males Female Total 
15-19 years 5 5 10 
20-24 years 6 12 18 
25-34 years 13 17 30 
35-44 years 12 14 26 
45-54 years 9 10 19 
55-64 years 9 5 14 
65 years & over 5 4 9 
Total 59 67 126 
Table 36 – Ngukurr – Unpaid carers (Source: Census 2011) 
Ngukurr Aged & Disability Care service gaps – Source: FaHCSIA RSD Baseline Mapping 
report 
While there is some support for aged care, support for people with a disability in such communities 
is basic. Assistance with equipment and home conversion as well as respite (let alone more 
comprehensive care) is generally very limited in such remote communities. 
Yugul Mangi has identified a need for enhanced management and service expansion capacity and is 
seeking seed funding to provide first-year salary and on-cost for a business manager position to 
manage the governance and business interests covering community activity and aged and disability 
service provision for the corporation and the community. The application also requires start-up 
costs to construct an office, and visitor accommodation units to provide an ongoing income stream 
to support an ongoing business manager position. 
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Urapunga 
Urapunga Census data 
No community level data is available for Urapunga. 
 
Urapunga Services Data 
No community level data is available for Urapunga  
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Appendix C – Forms – Surveys and Consent 
 
Questions for Person with Disability  
 
1. What year were you born (or how old are you)?  
 
2. Are you Male or Female? 
 
3. What disability or sickness do you have?  
If more than one, please put a star* next to the main disability 
 
If the person does not know their disability, please tick  
 
And use this to prompt: diabetes, acquired brain injury, stroke, heart disease, neurological disease, mental 
health, autism, Downs Syndrome, intellectual disability, amputation, lung disease etc. 
 
4. Do you know what made you disabled or sick? 
 
 
5. Do you have chronic (long lasting) disease or sickness? If yes, how long have you been sick?   
If yes, please put a star* next to the ones that might cause your disability 
 
6. Do other people in your family have the same disability or sickness (is it genetic)?  
If so, please list the ages of any children you have (biological /white fella way or stomach babies only)
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7. Do you use: (please tick all those that apply) 
 
Item 
No, don’t 
need Yes, use now 
Used in 
past 
Lost/ 
stolen/ 
broken 
Need but 
don’t have Notes 
Wheelchair       
Walking stick       
Walking frame       
Communication device (list type):        
Eye glasses       
Eating and drinking aids (like a special cup)       
Prostheses       
Hearing aid / hearing hats        
Other, please list       
None       
 
8. Do you know who to ask if you need them? (Tick and write who you would ask) 
Yes   No  
Who: 
9. How would you contact them, or get that message to them? 
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10. Do you need help with: (please tick all those that apply)   
 
Y = yes N = No  S = Sometimes  H = Always Has Help  DH = Doesn’t Always Have help   Ne = Needs (equipment)  
 
Item Need help to 
perform/access 
Have a 
helper 
Equipment (list) Comments 
Mobility   e.g. wheelchair, cane  
Showering     
Dressing     
Toileting     
Bed     
Transfer – in and out of bed, car, shower, 
toilet etc 
    
To take your medication    e.g. do you need someone to remind you? 
Shopping/ Banking / Shire Office   e.g. mobility aid, car, bus  
Favourite activities (beach, church etc)   e.g. mobility aid, car, bus  
Cultural activities     
Preparing food/ meals     
Preparing drinks     
Washing and drying your clothes     
Communication/ talking 
   Note ability to make people understand, e.g. 
sometimes / all the time and how e.g. nodding, 
blinking, gesturing. 
Does someone make decisions for you? 
e.g. Centrelink, what you eat, health, 
finances 
   Note which decisions (or note if all) 
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11. Can you make people understand what you need or want? 
a. All the time 
b. Sometimes 
c. Most of the time 
d. Almost never 
 
12. How do you make them understand?  
 
Talking/ asking once  They guess and you nod or shake your head  
Asking lots of times until they understand  Pointing with your hands, eyes or feet  
Signing  Using an alphabet board or other device  
Writing it down  Other, please list  
 
13. Do you have, use or need things to make your home safer for you or your carer, or make it easier for you to do things yourself: 
 
Item Yes No Needs Comments e.g. note if not working or number  
Ramp front of house     
Ramp back of house     
Wheelchair access inside - bigger doors, bigger 
bathrooms 
    
Grab rails 
- Bathroom     
- Toilet     
- Front door     
- Back door     
- Hallways     
- All internal walls     
- Other places, including outside     
Do you have: 
- Washing machine     
- Dryer     
- Fridge     
- Fridge in bedroom      
- Lock on your bedroom door     
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- Hoist     
- Special shower chair     
- Special frame for toilet     
- Bed off the ground     
- Post to help you get off the bed     
- Other, list     
Power and water (including hot water)     
 
 
14. Do you use disability services such as aged care, aged and disability program?  Which ones do you use? 
 
 
15. (a) If not, why don’t you use them? 
 
Name the service:  
 
Not eligible   I am shame/ embarrassed  It doesn’t meet my needs (if yes, say why?)  
Didn’t know about it   I am too young  Other, list 
No one can take me  I don’t like the service  
 
16. (b) If not, why don’t you use them? 
 
Name the service:  
 
Not eligible   I am shame/ embarrassed  It doesn’t meet my needs (if yes, say why?)  
Didn’t know about it   I am too young  Other, list 
No one can take me  I don’t like the service  
 
17. (c) If not, why don’t you use them? 
 
Name the service:  
 
Not eligible   I am shame/ embarrassed  It doesn’t meet my needs (if yes, say why?)  
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Didn’t know about it   I am too young  Other, list 
No one can take me  I don’t like the service  
Appendix C – Forms – Surveys and Consent 
126 
 
 
 
18. Are you a carer (unpaid) for someone with a sickness or disability?  If so, what is their sickness or disability, 
how old are they and what is their relationship to you? 
 
19. Does anyone else in your house have a disability or sickness and need help from other people? 
 
20. Do you look after children? If so, list their ages. 
 
21. How many people live in your house? 
 
22. How many bedrooms in your house? 
 
23. How many people share the same bedroom as you? (Note their age and gender) 
 
24. Are there any other issues (relating to your disability or home environment) that you want to talk about? 
 
------------------ End of questions for person with disability ------------------ 
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Questions for Carers  
 
1. What year were you born (or what is your age)? 
 
2. Are you Male or Female? 
 
3. Please list the age of the person you care for, their disability and your relationship to them? Please list all the 
people with a disability or sickness that you care for. 
 
If the person does not know the disability, please tick  
 
And use this to prompt: diabetes, acquired brain injury, stroke, heart disease, neurological disease, mental 
health, autism, Downs Syndrome, intellectual disability, amputation, lung disease etc. 
 
4. Do you need to do any of the following for the person with a disability? (Please tick all those that apply) 
 
Showering – do you help them to get ready?  Walking – do you help them to walk?  
Showering – do you help them to dry themself?  Walking – do you push them in a wheelchair?  
Showering – do you help them to get in and out 
of the shower/bath?  
Cultural activities – Do you need to help them 
to go to cultural activities? 
 
Toileting - do help them to go to the toilet?  Decisions – do you need to make decisions for them? 
 
Clothes – do you do their clothes washing and 
drying for them?  
Decisions – do you make Centrelink or banking 
decisions for them? 
 
Shopping – do you need to buy their food?  Decisions – do you need to decide what they eat? 
 
Eating – do you need to cook their food or 
make them a cup of tea?  
Favourite activities – do you need help going 
fishing, church, movies, beach, shopping etc? 
 
Eating – do you help them eat?  Do you help them with other things? Please list:  
Talking – do you help talk for them (because 
people don’t understand them)?  None  
 
5. Does the person require  
 
24/7 care (all day and night)  
Care for 12 hours per day   
Care for 6 hours per day   
Care for 3 hours per day   
Care for 1-2 hours per day   
 
 
6. Sometimes is it can be hard to provide care for the sick/disabled person all the time.  If it does get hard, and 
you need a rest is there someone else (who isn’t paid) who helps (e.g. another family member)? If yes, please 
list gender (male or female), their age and how often they help you. 
 
7. Do you use Carer support/helping services? How often do you use that help or service? 
 
 Frequency Don’t want to use 
Not 
available 
Did not know 
about it 
Comments 
National Carer Respite 
Program  
  
  
 
Overnight respite (the 
person with disability is 
not with you at night) 
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Carer Pension  
  
  
 
Mobile respite      
Other, list  
  
  
 
 
 
8. (a) If not, why don’t you use them? 
 
 
Name the service:  
 
Not eligible   I am shame/ embarrassed 
 It doesn’t meet my needs (if yes, say why?)  
Didn’t know about 
it   I am too young 
 Other, list 
No one can take 
me  I don’t like the service 
 
 
9. (a) If not, why don’t you use them? 
 
Name the service:  
 
Not eligible   I am shame/ embarrassed 
 It doesn’t meet my needs (if yes, say why?)  
Didn’t know about 
it   I am too young 
 Other, list 
No one can take 
me  I don’t like the service 
 
 
 
10. Do you have any disability or chronic disease or sicknesses? If so, please list. 
 
If the person does not know their disability, please tick  
 
And use this to prompt: diabetes, acquired brain injury, stroke, heart disease, neurological disease, mental 
health, autism, Downs Syndrome, intellectual disability, amputation, lung disease etc. 
 
 
11. Do you look after children? If so, please list their ages. 
 
12. How many people live in your house? 
 
13. How many bedrooms in your house? 
 
14. How many people sleep in the same room as you? Note if the person with the disability is in the same room. 
 
15. Are there any other issues you want to talk about? 
 
 
------------------ End of questions for carer ------------------ 
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Questions for Service Providers  
 
Service provider details 
 
1. Service provider name:  
 
2. Stated/funded opening hours and/or frequency of visits (if fly-in fly-out) 
 
3. As a service do you experience regular anomalies to these opening hours/ frequency of visits (i.e. cultural, 
weather, infrastructure, staffing or other regular restrictions to service)? If yes, please list. 
 
4. When considering those anomalies, please state actual opening hours and/or frequency (e.g. stated every 6 
weeks; however, in reality actually only every 8-10 weeks)  
 
5. Number of staff members, by qualification and how long they have worked for the organisation. 
 
 
 
 
 
Employee role Qualification/Institution Length of time in organisation 
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6. Services provided  
 
Service Funding allocation p.a. 
Number of 
spaces (based 
on funding) 
No. of people 
on waiting list 
No. of 
vacancies 
Eligibility Comments 
Flexi       
ISP       
NRCP       
HACC       
DIHS       
Occupational therapy       
Physiotherapy       
Speech Therapy       
Equipment       
Social and emotional 
support or activities 
      
Respite       
Transport       
Other, list       
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7. How are ‘unmet needs’ (people on waiting lists) dealt with (i.e. what information is provided to the person, their 
family and the relevant funding provider)? 
 
8. Disability prevalence – who you provide services for  
 
 
9. Has a previous client/patient of yours, who is still alive today, been relocated to Darwin or Katherine for full-
time residential care? If so, please list their disability type, their gender, their age, their new location and when 
they relocated. 
 
Current provision and future provision  
 
10. Are you able to provide all the services you are funded for or are listed as doing? If not, list which 
services/support you cannot provide and why (e.g. lack of vehicle, insufficient funding to carry out service, lack 
of staff).  
 
11. Do you consider the disability services provided adequate for the community? If not, please list services which 
are required. 
 
12. Please rate the top three barriers to providing an adequate disability support service or program 
 
 
 
 
 
 
 
 
 
 
 
 
13. Does the community have the required infrastructure to support an expansion in your services and/or that of 
new service providers? 
 
14. Do you experience issues attracting and retaining staff for services? Briefly list the issues. 
 
15. Do housing shortages to accommodate staff impact on your service?  
 
16. Is there a coordinated and planned hospital discharge arrangement? If yes, is this adequate? If not, please 
provide details or descriptions/case studies of issues/problems.  
 
17. Is there transportation for people with disabilities issues to attend your services and other services (including 
banking, shopping, medical care, airport etc)? 
 
18. The proposed NDIS model enables people to seek assistance from a disability support organisations that ‘may 
advise people with disabilities about the quality and choice of specific support services available, and act as 
brokers by assembling ‘packages’ of supports for them’. Is there an existing brokerage organisation within the 
community? If so, please list name/s of organisation/s. 
 
19. Is low level attendant care (utilising existing organisations such as HACC providers, women’s groups etc) 
appropriate to the needs in this community? 
                                               
137 Insert an asterix to indicate the main disability 
138 mild, moderate, profound, severe 
Disability/ies type137 (age of onset) and chronic 
diseases 
Year of 
birth 
Gender Program 
(ISP/Flexi/HACC) 
Care needs138 
e.g. MJD* (38) ABI (24) and Type II diabetes (44) 1967 M ISP Severe/ High care 
     
     
     
         Funding 
 Staff recruitment and retention 
 Staff accommodation 
 Lack of service infrastructure – buildings  
 Lack of service infrastructure – vehicles 
 Community infrastructure – water, roads, electricity 
 Lack of community involvement or support 
 Demand for services is simply too high to meet needs 
 Other, please list 
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20. Are there any mobile or short term intensive programs (e.g. therapy/ respite) currently being provided in the 
community? If yes, please list types of programs. Also, state any additional programs which would be suitable. 
 
21. If not, would mobile or short term intensive programs (e.g. therapy/ respite) be suitable for this community? If 
yes, please list types of programs. 
 
22. Is supported residential accommodation a viable option? (economic, community and structural resources)? If 
not, why? 
 
23. If yes please detail how you think this could/should operate - number of beds, staffing, hours of operation etc. 
 
24. Do you provide palliative care services? If so, are you funded to provide palliative care? 
 
25. Are there any other disability related issues you would like to comment on?  
 
------------------ End of questions for service provider ------------------ 
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Research Consent Form 
 
This means you can say NO 
 
I have read and understood the Information Sheet which tells about the Disability Audit project. I agree to give my 
information in a survey for the project. I agree that the results of the project can be published, as long as I am not 
individually identified in any report of the project, and that my information stays a secret. 
I understand that at any time I may stop being part of the project, as well as take back any information that I have 
provided. 
I have been told that this project has been sent to an ethics panel for approval. 
If the person is unable to sign*, or is under the age of 18, or does not have the cognitive capacity to 
understand the research, a parent or guardian or carer must sign on their behalf. 
Name     ________________________ 
Signature    ________________________ 
On behalf of (if required)   ________________________ 
Date     ________________________ 
 
Witness’ name   ________________________ 
Witness’ Signature   ________________________ 
Interpreter’s name   ________________________ 
Interpreter’s Signature  ________________________ 
 
* If the person is unable to sign, due to a physical disability and not a cognitive disability, that person must provide 
consent to their carer (either verbally or through augmentative and alternate communication) 
Principal Researcher 
 Ms Libby Massey 
 0417 279 120 - Libby.Massey@mjd.org.au
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Appendix D – People with disability survey results, by community 
Legend 
(x) a number within a square bracket [] represents the number or percent (%) of ‘NDIS eligible’ (those aged under 65 years), if applicable, i.e. in Ngukurr and Umbakumba no 
one over the age of 65 was interviewed. 
- a dash (-) represents that there was less than five (5) surveys were conducted and therefore for confidentially, the data is not presented.  
n = x a n = x represents the total number of responses recorded for that question if not all participants recorded a response. 
n.a there is no service available in the community. 
 
Question Angurugu Umbakumba Milyakburra Ngukurr Urapunga Galiwin’ku All communities 
No. people surveyed (participants) 14 [11] 5 [5] 2 [1] 9 [9] 1 [0] 18 [14] 49 [41]  
Average age of participants 45.7 [45.3]  n = 13 42.4 - 
52.2 
n = 8 - 48 [41.6] 
48.4 [43.6] 
n = 47 
Median age of participants 44 [44] n = 13 39 - 
54 
n = 8 - 45 [42.5] 46 [42.5]n = 47 
Age range of participants 19-72 [19-52] n = 13 32-54 - 
40-65 
n = 8  - 15-73 [15-64] 
15-73 [15-64] 
n = 47 
Participants who were female (%) 57 [64] 40 - 66 - 59 [59] 59 [59] 
Participants who cared for someone with a disability (%) 29 [27] 40 - 12.5 n = 8 - 39 [29] 
25 [23] 
n = 48 
Participants who cared for children (<15years) (%) 36 [36] 40 - 12.5 n = 8 - 39 [29] 
31 [30] 
n = 48 
Participants who lived in overcrowded houses (%) 85 [80] n = 13 [10] 
0  
n= 4 - 
63 
n=8 - 
71 [60] 
n = 14 [13] 
78 [60] 
n = 35 
Participants who slept in an overcrowded bedroom (%) 31 [40] n = 13 
0 
n=2 - 
0 
n=4 - 
67 [60] 
n=12 
38 [32] 
n= 34 [28] 
Participants who slept in a room with 4 or more people (%) 23 [20] n = 13 [10] 
0 
n=2 - 
0 
n=4 - 
33 [20] 
n = 12 [10] 
21 [14] 
n = 34 [28] 
Appendix D – People with disability survey results, by community 
135 
 
Question Angurugu Umbakumba Milyakburra Ngukurr Urapunga Galiwin’ku All communities 
Participants who did not have a bedroom (i.e. slept in a common 
room/ verandah) (%) 14 [18] 
25 
n = 4 - 
0 
n=4 - 
46 [30] 
n = 13 [10] 
24 [16] 
n = 38 [31] 
Participants who lives with someone else with a disability (%) 64 [73] 0 - 38 n = 7 - 
88 [85] 
n = 17 
55 [59] 
n = 47 [39] 
Participants who did not have hot water at their house (%) 22 [27] 0 - 0 n = 7 - 
47 [42] 
n = 15 [12] 
25 [30] 
n = 44 [37] 
Participants who did not have a bunk bed (only a mattress on the 
floor) (%) 29 [27] 0 - 
17 
n = 6 - 
56 [54] 
n = 16 [13] 
33 [30] 
n = 43 (37] 
Participants who did not have a bunk bed and required it for their 
disability (%) 14 [9] 0 - 
17 
n = 6 - 
19 [8] 
n = 16 [13] 
14 [8] 
n = 43 [37] 
Participants who did not have a washing machine (%) 7 [9] 0 - 50 n = 7 - 
34 [31] 
n = 15 [13] 
28 [26] 
n = 46 [39] 
Participants who did not have a fridge (%) 0 0 - 13 n = 7 - 
40 [33] 
n = 15 [12] 
16 [13] 
n = 45 [38] 
Participants who could not name their disability in Western health 
terms (%) 14 [18] 20 - 33 - 44 [57] 31 [37] 
Participants who did not know what caused their disability 29 [18] 0 - 44 - 61 [64] 41 [39] 
Participants who required at least one piece of adaptive 
equipment and did not have it (%) 43 [36] 20 - 56 - 44 [36] 45 [37] 
Participants who required two pieces of adaptive equipment and 
did not have either of them (%) 21 [9] 20 - 44 - 33 [29] 10 [10] 
Participants who did not know who to ask for adaptive equipment 
(%) 
15 [9] 
n = 13 [10] 0 - 
38 
n = 8 - 44 [43] 
32 [50] 
n = 47 [39] 
Participants who required eye seeing glasses but did not have 
them (%) 22 [9] 20 - 44 - 33 [29] 31 [24] 
Participants who needed at least one house modification which 
had not been done (%) 21 [18] 40 - 44 - 
38 [23] 
n = 16 [13] 
34 [28] 
n = 47 [40] 
Participants who needed at least two house modifications which 
had not been done (%) 7 [9] 20 - 33 - 
19 [8] 
n = 16 [13] 
19 [15] 
n = 47 [40] 
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Question Angurugu Umbakumba Milyakburra Ngukurr Urapunga Galiwin’ku All communities 
Mobility - did not require assistance (%) 50 [45] 60 - 33 - 61 [57] 51 [46] 
Mobility - needed assistance to go and always had assistance 
when needed (%) 50 [55] 40 - 56 - 28 [36] 43 [44] 
Mobility - needed assistance to go but didn’t always have 
someone to assist (%) 0 0 - 11 - 11 [7] 6 [5] 
Personal care - did not require assistance (%) 50 [45] 100 - 67 - 67 [64] 65 
Personal care - needed assistance and always had assistance 
(inc. Aged care services) (%) 50 [55] 0 - 11 - 22 [29] 27 
Personal care - needed assistance but didn’t always have 
someone to assist (%) 0 0 - 22 - 11 [7] 8 
Meal preparation - did not require assistance (%) 21 20 - 38 n = 8 - 28 
27 
n = 48 
Meal preparation - needed assistance and always had assistance 
(%) 79 80 - 
50 
n = 8 - 67 
69 
n = 48 
Meal preparation - needed assistance but didn’t always have 
someone to assist (%) 0 0 - 
13 
n = 8 - 6 
4 
n = 48 
Essential services (bank, shopping etc.) - did not require 
assistance (%) 14 20 - 11 - 22 20 
Essential services (bank, shopping etc.) - needed assistance to go 
and always had assistance when needed (%) 29 60 - 55 - 55 47 
Essential services (bank, shopping etc.) - needed assistance to go 
but didn’t always have someone to assist, inc transport (%) 29 20 - 22 - 22 22 
Essential services (bank, shopping etc.) - did not go to the bank 
etc because of their disability (%) 29 0 - 11 - 0 12 
Attend cultural activities - no assistance required 23 40 - 13 - 29 26 
Attend cultural activities - needed assistance to go and always 
had assistance when needed (%) 8 20 - 25 - 12 46 
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Question Angurugu Umbakumba Milyakburra Ngukurr Urapunga Galiwin’ku All communities 
Attend cultural activities - needed assistance to attend but didn’t 
always have someone to assist, inc transport (%) 38 40 - 25 - 29 30 
Attend cultural activities - did not go to due to their disability (%) 31 0 - 38 - 18 24 
Someone else, such as their carer, makes decisions for them (%) 36 20 - 25 - 33 33 
Someone else, such as their carer, talks on their behalf due to 
their disability (%) 50 20 - 50 - 39 34 
Someone else needs to wash and dry their clothes, due to 
physical or mental disability (%) 57 60 - 75 - 67 65 
Participants who accessed DIHS/HACC services (%) 71 [82] 80 n.a. 75 n.a. 67 [57] 67 [68] n = 48 
Participants who accessed Aged & Disability Services Day 
Program (%) 50 [55] n.a. n.a. n.a. n.a. 50 [43] 
29 [28] 
n = 48 
Participants who accessed NT DoH A&DP (%) 50 [55] 60 - 50 - 50 [50] 51 [50] n =47 
Participants who accessed MJDF (%) 36 [45] 40 - 33 - 33 [36] 37 [39] 
Participants who accessed a Mental Health service (%) 0 [n.a.] 0 [n.a.] n.a. 11 n.a. 28 [36] 12 [15] 
Participants who do not access any service (%) 21 [9] 0 - 22 - 0 12 [10] 
Participants who accessed only 1 service (%) 21 [27] 40 - 22 - 28 [36] 27 [31] 
Participants who accessed 2 services (%) 14 [9] 40 - 33 - 33 [21] 29 [22] 
Participants who accessed 3 or more services (%) 43 [55] 20 - 22 - 39 [43] 33 [37] 
Participants who wanted a service to provide transport (%) 100 n = 13 80 - 
75 
n = 8 - 
79 [73] 
n = 14 
81  
n = 43 
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Question Angurugu Umbakumba Milyakburra Ngukurr Urapunga Galiwin’ku All communities 
Participants who wanted a service to wash their clothes (%) 36 60 - 62 n = 8 - 
13 [17] 
Service exists 
52 
n = 29 
Participants who wanted a Help at Home service (%) 29 [36] 50 - 57 n = 7 - 
69 [70] 
n = 13 
45 
n = 42 
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Appendix E – Carer survey findings, by community 
Question Angurugu Umbakumba Milyakburra Ngukurr Urapunga Galiwin’ku All communities 
No. of survey participants 13 2 1 5 2 13 35 
Participants who were female (%) 77 - - - - 92 86 
Age range of participants (years) 39-70 - - - - 19-70 19-70 
Average age of participants (years) 53 - - - - 46 41 
Median age of participants (years) 48 - - - - 45 45.5 
Participants who provide 24/7 care (%) 69 - - - - 54 60 
Participants who provide 12 hours of care (%) 23 - - - - 15 20 
Participants who provide 6 hours of care (%) 0 - - - - 23 16 
Participants who provide 3 hours of care (%) 0 - - - - 8 6 
Participants who provide 1-2 hours of care (%) 8 - - - - 0 3 
Participant provides: personal care, mobility, decision 
making and communication (%) 23 - - - - 15 17 
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Question Angurugu Umbakumba Milyakburra Ngukurr Urapunga Galiwin’ku All communities 
Participant provides: personal care, mobility and either 
communication or decision making (%) 46 - - - - 23 29 
Participant provides: personal care and mobility (%) 15 - - - - 15 20 
Participant provides: decision making and one other core 
activity (%) 8 - - - - 15 11 
Participant provides: assistance with only one core activity 
(%) 8 - - - - 0 6 
Participant provides: assistance with food preparation and 
one core activity (%) 0 - - - - 23 14 
Participant provides: only assistance with food preparation 
and no core activities (%) 0 - - - - 8 3 
Participants who have a disability or chronic disease (%) 46 - - - - 46 46 
Participants who care for more than one person with 
disability (%) 31 - - - - 62 39 
Participants who care for children (< 15 years) (%) 77 - - - - 85 80 
Participants who live in an overcrowded house (%) 85 - - - - 62 77 
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Question Angurugu Umbakumba Milyakburra Ngukurr Urapunga Galiwin’ku All communities 
Participants who sleep in an overcrowded room (%) 62 - - - - 62 63 
Participants who sleep in room with 4 or more persons (%) 62 - - - - 38 49 
Participants who do not have a bedroom (e.g. sleeps in a 
common area or verandah) (%) 8 - - - - 31 14 
Participants who only care for more than one person with a 
disability (%) 31 - - - - 62 39 
Participants who only care for one person (the person with 
a disability) (%) 23 - - - - 15 20 
Participants who care for 2-3 people (with disability and/or 
children <15 years) (%) 15 - - - - 15 20 
Participants who care for 4-6 people (with disability and/or 
children <15 years) (%) 46 - - - - 23 34 
Participants who care for 7-9 people (with disability and/or 
children <15 years) (%) 15 - - - - 46 26 
Participants who did not have another informal carer to 
assist if they were sick or needed a break (%) 23 - - - - 23 26 
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Question Angurugu Umbakumba Milyakburra Ngukurr Urapunga Galiwin’ku All communities 
Participants who provided 24/7 care and who did not have 
another informal carer to assist if they were sick or needed 
a break (%) 
100 - - - - 67 67 
Participant received day respite, while the person with 
disability attended an Aged & Disability Services day 
service (%) 
38 n.a n.a n.a n.a 46 31 
Participant received overnight respite (either the Carer 
temporarily relocating or the person with a disability) (%) 31 - - - - 23 23 
Participant accessed mobile respite (%) n.a n.a n.a n.a n.a 0 0 
Participant received Centrelink Carer Pension (%) 62 - - - - 23 54 
Participants who did not know about respite services (%)   - - - - 31 34 
Participants who did not know about, or think they were 
eligible for, Centrelink Carer Payment (%) 15 - - - - 15 11 
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Appendix F – NDIS Act 2013 – relevant sections 
22  Age requirements 
 (1) A person meets the age requirements if: 
a. the person was aged under 65 when the access request in relation to the person was 
made; and 
b. if the National Disability Insurance Scheme rules for the purposes of this paragraph 
prescribe that on a prescribed date or a date in a prescribed period the person must be 
a prescribed age—the person is that age on that date. 
(2) Without limiting paragraph (1)(b), National Disability Insurance Scheme rules made for the 
purposes of that paragraph: 
a. may prescribe that a person must be a prescribed age on a prescribed date or a date in 
a prescribed period only if the person resides in a prescribed area of Australia; and 
b. may prescribe different ages and different dates in relation to different areas of 
Australia. 
 
23  Residence requirements 
 (1) A person meets the residence requirements if the person: 
 a. resides in Australia; and 
b. is one of the following: 
 (i) an Australian citizen; 
 (ii) the holder of a permanent visa; 
 (iii) a special category visa holder who is a protected SCV holder; and 
 c. satisfies the other requirements in relation to residence that are prescribed  
by the National Disability Insurance Scheme rules. 
 (2) In deciding whether or not a person resides in Australia, regard must be had to: 
 a. the nature of the accommodation used by the person in Australia; and 
 b. the nature and extent of the family relationships the person has in Australia; and 
 c. the nature and extent of the person’s employment, business or financial ties with  
Australia; and 
 d. the nature and extent of the person’s assets located in Australia; and 
 e. the frequency and duration of the person’s travel outside Australia; and 
 f. any other matter relevant to determining whether the person intends to remain  
permanently in Australia. 
 (3) Without limiting paragraph (1)(c), National Disability Insurance Scheme rules made for the 
 purposes of that paragraph: 
a. may require that a person reside in a prescribed area of Australia on a prescribed 
date or a 
date in a prescribed period in order to meet the residence requirements; and 
b. may require that a person has resided in a prescribed area for a prescribed period in 
order to meet the residence requirements; and 
c. may require that a person continue to reside in a prescribed area of Australia in 
order to meet the residence requirements. 
 
24  Disability requirements 
 (1) A person meets the disability requirements if: 
a. the person has a disability that is attributable to one or more intellectual, cognitive, 
neurological, sensory or physical impairments or to one or more impairments 
attributable to a psychiatric condition; and 
b. the impairment or impairments are, or are likely to be, permanent; and 
c. the impairment or impairments result in substantially reduced functional capacity to 
undertake, or psychosocial functioning in undertaking, one or more of the following 
activities: 
 (i) communication; 
 (ii) social interaction; 
 (iii) learning; 
 (iv) mobility; 
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 (v) self-care; 
 (vi) self-management; and 
 d. the impairment or impairments affect the person’s capacity for social and economic  
participation; and 
e. the person is likely to require support under the National Disability Insurance 
Scheme for the person’s lifetime. 
(2) For the purposes of subsection (1), an impairment or impairments that vary in intensity may be 
permanent, and the person is likely to require support under the National Disability Insurance 
Scheme for the person’s lifetime, despite the variation. 
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Appendix G – Steering Committee Membership 
 
Steering Committee membership for this project comprises the following organisations/people: 
 
Steering Committee Chairperson 
• MJD Foundation – Libby Massey (Director, Research and Community Services)  
Steering Committee Secretariat 
• MJD Foundation – Angela Jane (Project Manager)  
Steering Committee members 
• Anindilyakwa Land Council representative – Joaz Wurramara (Deputy CEO) 
• Northern Land Council representative – No representative nominated  
• Roper Gulf Shire Council representative – Lara Brennan (Director, Community Services) 
• Roper Gulf Shire Council representative – Melissa Taylor (Ngukurr, Aged & Disability Services 
Manager) 
• East Arnhem Shire Council representative – Stacey Eley (Manager, Community Services) 
• East Arnhem Shire Council representative – Janice Klar (Angurugu, Aged & Disability Services 
Manager) 
• Northern Territory Government – Moira Stronach (MJD Coordinator) 
• Miwajt Health Service representative – Angela Woltman 
• Sunrise Health Services representative – Corra Van der Kooij 
• Marthakal Homelands representative – No representative nominated 
• Groote Eylandt community member representative - Gayangwa Lalara 
• Elcho Island community member representative – Julie Wunungmurra 
• Ngukurr and Urapunga community member representative – Denise Daniels 
• First Peoples Disability Network - Damien Griffis 
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Term Definition 
Acquired Brain Injury (ABI) Acquired brain injury refers to any damage to the brain that occurs after birth. That 
damage can be caused by an accident or trauma, by a stroke, a brain infection, by 
alcohol or other drugs or by diseases of the brain. www.braininjuryaustralia.org.au 
Aboriginal Medical Service 
(AMS) 
An Aboriginal Medical Service (AMS) is an Aboriginal community controlled health 
service that aims to improve the health standards in Aboriginal communities across 
Australia.   
Anticipation Effect  In genetics, an anticipation effect is a phenomenon whereby the symptoms of a 
genetic disorder become apparent at an earlier age as it is passed on to the next 
generation. In most cases, an increase of severity of symptoms is also noted. An 
Anticipation effect is common with Machado Joseph Disease. 
Australian Standard 
Geographical Classification – 
Remoteness Area (ASGC-RA) 
ASGC-RA is a geographic classification system that was developed in 2001 by the ABS 
as a statistical geography structure that allows quantitative comparisons between 
'city' and 'country' Australia. 
The purpose of the structure is to classify data from census Collection Districts into 
broad geographical categories, called Remoteness Areas (RAs). The RA categories are 
defined in terms of ‘remoteness’ - the physical distance of a location from the nearest 
Urban Centre (access to goods and services) based on population size. 
www.health.gov.au 
Autosomal Dominant Autosomal dominant is one of several ways that a genetic trait or disorder can be 
passed down through families. Dominant inheritance means an abnormal gene from 
one parent can cause disease, even though the matching gene from the other parent 
is normal. The abnormal gene dominates.  
A single, abnormal gene from either parent can cause an autosomal disorder. Each 
child’s risk is independent of whether their sibling has the disorder or not. For 
example, if the first child has the disorder, the next child has the same 50% risk of 
inheriting the disorder. Children who do not inherit the abnormal gene will not 
develop or pass on the disease. 
Carer An individual who:  
(a) provides personal care, support and assistance to another individual who needs it 
because that other individual is a person with disability; and  
(b) does not provide the care, support and assistance:  
(i) under a contract of service or a contract for the provision of services; or  
(ii) in the course of doing voluntary work for a charitable, welfare or community 
organisation; or  
(iii) as part of the requirements of a course of education or training. 
Cerebral Palsy (CP) Cerebral palsy (CP) is an umbrella term that refers to a group of disorders that 
affects movement and posture.  
It is a permanent life-long condition, but generally does not worsen over time. It is 
due to damage to the developing brain either during pregnancy or shortly after birth. 
Cerebral palsy affects people in different ways and can affect body movement, 
muscle control, muscle coordination, muscle tone, reflex, posture and balance. 
People who have cerebral palsy may also have visual, learning, hearing, speech, 
epilepsy and intellectual impairments. www.cerebralpalsy.org.au 
Cerebrovascular Accident 
(Stroke) 
A stroke, or cerebrovascular accident (CVA), is the rapid loss of brain function due to 
disturbance in the blood supply to the brain. This can be due to ischemia (lack of 
blood flow) caused by blockage (thrombosis, arterial embolism), or a hemorrhage.  
As a result, the affected area of the brain cannot function, which may result in an 
inability to move one or more limbs on one side of the body, inability to understand 
or formulate speech, or an inability to see one side of the visual field. A stroke is a 
medical emergency and can cause permanent neurological damage and death. 
Community Aged Care 
Package (CACP) 
The Community Aged Care Package (CACP) program is funded by DoHA and provides 
a planned and managed package of community care if someone (who is aged) has 
complex care needs and would like to remain living in their own home.  
A package may assist with: 
• meal preparation 
• laundry 
• assistance with continence management 
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• transport 
• personal care 
• social support 
• home help and domestic assistance 
• gardening, and 
• temporary in-home respite care 
To be eligible to receive a care package, an assessment by an Aged Care Assessment 
Team is required to determine if the person requires the level of assistance this 
package delivers. www.agedcareaustralia.gov.au 
Core Activity Restriction (or 
limitation) (CAR) 
 
 
 
Core-activity restrictions (or limitations) are determined based on whether a person 
needs help, has difficulty, or uses aids or equipment with any of the core activities 
(communication, mobility or self care). A person's overall level of core-activity 
limitation is determined by their highest level of limitation in these activities.  
The four levels of limitation are:  
• profound: the person is unable to do, or always needs help with, a core-activity 
task  
• severe: the person  
o sometimes needs help with a core-activity task  
o has difficulty understanding or being understood by family or friends  
o can communicate more easily using sign language or other non-spoken forms 
of communication. 
• moderate: the person needs no help but has difficulty with a core-activity task 
• mild: the person needs no help and has no difficulty with any of the core-activity 
tasks, but  
o uses aids and equipment  
o cannot easily walk 200 metres  
o cannot walk up and down stairs without a handrail  
o cannot easily bend to pick up an object from the floor  
o cannot use public transport  
o can use public transport but needs help or supervision  
o needs no help or supervision but has difficulty using public transport. 
www.abs.gov.au 
Chronic Obstructive Airway 
Disease (COAD) 
 
Chronic Obstructive 
Pulmonary Disease (COPD) 
 
**COAD is an outdated term 
– generally referred to as 
COPD 
Chronic Obstructive Pulmonary Disease (COPD) is a term used to describe a number 
of lung conditions that are long-term, gradually worsen, and cause shortness of 
breath by reducing the normal flow of air through the airways.  The most common 
are emphysema, chronic bronchitis and chronic asthma.  Each of these conditions can 
occur on its own, although many people have a combination of conditions. 
www.asthmafoundation.org.au 
 
Developmental delay A delay in the development of a child under 6 years of age that:   
(a) is attributable to a mental or physical impairment or a combination of mental and 
physical impairments; and  
(b) results in substantial reduction in functional capacity in one or more of the 
following areas of major life activity:  
(i) self-care;  
(ii) receptive and expressive language;  
(iii) cognitive development;  
(iv) motor development; and  
(c) results in the need for a combination and sequence of special  interdisciplinary or 
generic care, treatment or other services  that are of extended duration and are 
individually planned and coordinated. 
Diabetes mellitus (DM) 
 
Diabetes mellitus is a group of metabolic diseases in which a person has high blood 
sugar, either because the pancreas does not produce enough insulin, or because cells 
do not respond to the insulin that is produced. 
- Type 1 DM results from the body's failure to produce insulin, and currently 
requires the person to inject insulin or wear an insulin pump. This form was 
previously referred to as "insulin-dependent diabetes mellitus" (IDDM) or 
"juvenile diabetes". 
- Type 2 DM results from insulin resistance, a condition in which cells fail to use 
insulin properly, sometimes combined with an absolute insulin deficiency. This 
form was previously referred to as non insulin-dependent diabetes mellitus 
(NIDDM) or "adult-onset diabetes". 
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- Gestational diabetes occurs when pregnant women without a previous diagnosis 
of diabetes develop a high blood glucose level. It may precede development of 
type 2 DM. 
Other forms of diabetes mellitus include congenital diabetes, which is due to genetic 
defects of insulin secretion, cystic fibrosis-related diabetes, steroid diabetes induced 
by high doses of glucocorticoids, and several forms of monogenic diabetes. 
DisabilityCare Australia 
(DCA) 
DisabilityCare Australia is an independent statutory agency, whose role is to 
implement the National Disability Insurance Scheme, which will provide individualised 
support for eligible people with permanent and significant disability, their families and 
carers. www.disabilitycareaustralia.gov.au 
Disability Equipment 
Program (DEP) 
 
 
The Northern Territory Disability Equipment Program (DEP), previously known as the 
Territory Independence and Mobility Equipment Scheme (TIMES), aims to provide 
prescribed equipment, aids and appliances to assist eligible residents of the Northern 
Territory with a permanent or long term disability, to enhance their safety and 
independence, and to assist them to live and participate in their community. 
www.health.nt.gov.au 
Disability Support Pension 
(DSP) 
 
 
The Disability Support Pension is financial support provided by the Australian 
Government Department of Human Services (Centrelink) for people who have a 
physical, intellectual, or psychiatric condition that stops them from working or who 
are permanently blind, who meet the eligibility criteria. www.humanservices.gov.au 
Drive In Drive Out (DiDo) 
 
 
In a health setting, Drive-in Drive-out (DiDo) and Fly-in fly-out (FiFo) are methods of 
providing health services to many small rural, remote and very remote communities, 
as there may not be the immediate local population mass to occupy and sustain all 
members of the primary and allied health care teams, either as privately or publicly 
funded services (or there may be barriers to providing the service in community).  
Disability In Home Support 
(DIHS) 
See the HACC definition noting DIHS is disability funding via the NT government. 
Extended Aged Care at 
Home Program (EACH) 
The Extended Aged Care at Home (EACH) program (funded by DoHA) provides 
services to meet an aged person’s high care needs through an individually tailored 
package to assist them to remain living at home for as long as possible, if this is what 
they prefer. 
An EACH package is highly flexible and includes qualified nursing input. The services 
that may be provided as part of an EACH package include:  
• care by an allied health professional such as a physiotherapist or podiatrist 
• personal care 
• domestic assistance 
• in-home respite 
• transport 
• social support 
• home help, and 
• assistance with continence management 
To be eligible to receive a care package, an assessment by an Aged Care Assessment 
Team is required to determine if the person requires the level of assistance this 
package delivers. www.agedcareaustralia.gov.au 
Fly In Fly Out (FiFo) See Drive In Drive Out (DiDo) above 
Home and Community Care 
(HACC) 
The Commonwealth HACC Program provides services that support older people to 
stay at home and be more independent in the community. 
Services provided under the Commonwealth HACC Program include:  
• nursing care  
• allied health services like podiatry, physiotherapy and speech pathology  
• domestic assistance, including help with cleaning, washing and shopping  
• personal care, such as help with bathing, dressing, grooming and eating  
• social support  
• home maintenance  
• home modifications  
• assistance with food preparation in the home  
• delivery of meals  
• transport  
• assessment, client care coordination and case management  
• counselling, information and advocacy services  
• centre-based day care  
• support for carers including respite services 
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Commonwealth HACC services are available to people:  
• aged 65 years and over (or 50 and over for Aboriginal and Torres Strait 
Islander people),  
• in all states and territories (except Victoria and Western Australia),  
• who are at risk of premature or inappropriate admission to long term 
residential care,  
and  
• carers of older Australians eligible for services under the Commonwealth 
HACC Program.  
The Commonwealth HACC Program came into effect on 1 July 2012. Under the new 
program, the Australian Government has taken full funding, policy and operational 
responsibility for HACC services for older people in all states and territories (except 
Victoria and Western Australia). The state and territory governments will continue to 
fund and administer HACC services for people under the age of 65 or under 50 for 
Aboriginal and Torres Strait Islander people. www.health.gov.au 
Individual(ised) Support 
Package (ISP) 
 
 
The NT DoH Aged & Disability Program provide Individual Support Packages to fill 
gaps within the disability service system with localised, flexible and innovative 
responses to identified needs that enable people with disabilities to continue to live in 
their family home and prevent the need for supported accommodation. 
An ISP is only available when: 
a) all natural support networks for the person with a disability have been explored 
and it is deemed that these networks are inadequate and do not have the 
potential to be developed in the immediate / short term; and 
b) there is no block funded service available to the client. 
Packages are approved for a maximum of 12 months. www.heatlh.nt.gov.au 
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Machado Joseph Disease 
(MJD) 
Machado Joseph Disease (MJD) is an hereditary neuro degenerative condition.  MJD 
occurs because of a fault in chromosome 14 that results in the production of an 
abnormal protein (ATXN3) which causes nerve cells to die prematurely in the 
cerebellum.  The damage to the cerebellum initially causes muscular weakness and 
progresses over time to a total lack of voluntary control and very significant 
permanent physical disability. 
 
MJD is an inherited, autosomal dominant disorder, meaning that each child of a 
person who carries the defective gene has a 50% chance of developing the disease.  
In addition the mutation is typically expanded when it is passed to the next 
generation (known as an ‘anticipation effect’). This means that symptoms of the 
disease appear around 8-10 years earlier and are more severe.  
 
There is no known cure for MJD.  Progression to dependence occurs over 5 to 10 
years and most people are wheelchair bound and fully dependent for activities of 
daily living within 10-15 years of the first symptoms emerging. 
www.mjd.org.au 
National Disability Insurance 
Scheme (NDIS) 
An NDIS is a commitment by the Australian Government to support those who are 
most in need, providing long term, high quality support for people who have a 
permanent disability that significantly affects their communication, mobility, self-care 
or self-management. 
It will focus on intensive early intervention, particularly for people where there is 
good evidence that it will substantially improve functioning or delay or lessen a 
decline in functioning. 
It will also include a comprehensive information and referral service, to help people 
with a disability who need access to mainstream, disability and community supports. 
www.ndis.gov.au 
National Respite for Carers 
Program (NRCP) 
The National Respite for Carers Program is one of several initiatives designed to 
support and assist relatives and friends caring at home for people who are unable to 
care for themselves because of disability or frailty. 
Components of the National Respite for Carers Program (NRCP) include: 
- Respite Services  
- NRCP 2012-2014 Expansion Funding Round 
- Commonwealth Respite and Carelink Centres 
- NRCP Respite Service Providers' Program Manual 
- National Carer Counselling Program (NCCP)  
Examples of respite care assistance include:  
• in-home respite care;  
• support workers to assist when taking a break away from home; and  
• residential respite care.  
Commonwealth Respite and Carelink Centres work closely with existing community 
agencies to assist families looking after members or relatives who need help to 
continue to live in the community. They are able to identify carers respite support 
needs and work to ensure access to services. The Centres also provide information 
for the general public and health professionals about community aged care services 
and support services available locally or across Australia. 
www.health.gov.au 
Overcrowded (housing) Canadian National Occupancy Standard for housing appropriateness. 
A standard measure of housing utilisation that is sensitive to both household size and 
composition. Based on the following criteria used to assess bedroom requirements, 
households requiring at least one additional bedroom are considered to be 
overcrowded:  
• there should be no more than two persons per bedroom  
• a household of one unattached individual may reasonably occupy a bed-sit (i.e. 
have no bedroom)  
• couples and parents should have a separate bedroom  
• children less than five years of age, of different sexes, may reasonably share a 
room  
• children five years of age or over, of different sexes, should not share a 
bedroom  
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• children less than 18 years of age and of the same sex may reasonably share a 
bedroom, and  
• single household members aged 18 years or over should have a separate 
bedroom. 
Percutaneous Endoscopic 
Gastrostomy (PEG) 
Percutaneous endoscopic gastrostomy is an endoscopic medical procedure in which a 
flexible feeding tube is placed through the abdominal wall and into the stomach. PEG 
allows nutrition, fluids and/or medications to be put directly into the stomach, 
bypassing the mouth and esophagus. 
www.asge.org 
Spinal Cord Injury (SCI) A Spinal Cord Injury (SCI) is damage or trauma to the spinal cord that results in a 
loss or impaired function causing reduced mobility or feeling. Common causes of 
damage are trauma or disease. The spinal cord does not have to be severed in order 
for a loss of function to occur. In most people with SCI, the spinal cord is intact, but 
the cellular damage to it results in loss of functioning. 
Scale for the Assessment 
and Rating of Ataxia (SARA) 
Scale for the Assessment and Rating of Ataxia (SARA) is an 8-item international tool 
to rate the severity of an individual’s ataxia. Studies have found that SARA is a 
reliable and valid measure of ataxia (Schmitz-Hubsch et al., 2006). 
Specialist Outreach Northern 
Territory (SONT) 
SONT is a program funded by the Northern Territory Government to provide specialist 
outreach services (allied health and medical) to rural and remote areas. 
The Commonwealth Government has committed funding under the 'Closing the Gap - 
Indigenous Health, Improving Chronic Disease Management and Follow Up', which 
specifically targets increasing Aboriginal peoples' access to specialist services. 
http://www.health.nt.gov.au/Specialist_Outreach_NT/ 
 
